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AMH Essay
How can we use psychological theory to explain “worry” and 
how may we approach the treatment of dysfunctional worry? 
Discuss with reference to the evidence base of the theory(ies) you present.
December 2000 
Year 1
AMH Essav
Interest in researching worry has increased since its inclusion as the main characteristic of 
GAD in DSM HI-R (APA, 1987). Early definitions of worry have been modified but have 
generally been supported in research literature. Worry is seen to affect everybody but also 
become dysfunctional in some individuals. Tallis and Eysenck (1994, cited in Davis & 
Montgomery, 1997) propose a model of worry which suggests that worry acts to be vigilant 
for perceived threats in the environment. Borkovec (1994) developed an alternative model 
suggesting that worry actually acts to avoid images of threat such as early trauma. These 
models are examined briefly but the main focus is on Wells’ recent model. Wells (1995) 
provides a comprehensive psychological model of worry that encompasses both the works of 
Borkovec (1994) and Tallis & Eysenck (1994, cited in Davis & Montogomery, 1997) and this 
model will be concentrated on. Different sorts of worry are discussed with reference to worry 
and dysfunctional worry. The role of avoidance in maintaining dysfunctional worry is 
explored and an explanation of how avoidance affects encoding of mformation in memory 
given. Provisional research supports sub-sections of the model and its overall notion. New 
implications for treatment are made and possible problems in previous treatments examined. 
Recent studies in the treatment of dysfunctional worry are examined with mixed results in 
effectiveness being reflected. Areas of fiirther development and research are discussed.
Early research defined worry as “a chain of uncontrollable thoughts and images, negatively 
affect-laden and relatively uncontrollable; it represents an attempt to engage in mental 
problem-solving on as issue whose outcome is uncertain but contains the possibility of one or 
more negative outcomes; consequently, worry relates closely to fear processes” (Borkovec, 
Robinson, Pruzinksy, & DePree 1983, cited in Borkovec, 1994). This has become an accepted 
definition although since then research has expanded and in particular has shown that worry 
appears to be a predominantly verbal activity. Borkovec and Inz (1990) found that subjects 
reported greater number of thoughts than images whilst worrying. In contrast when relaxed 
subjects reported a greater number of images. Carter, Johnson and Borkovec (1986, cited in 
Davis & Montogomery, 1997) also found that there was an increase in left hemisphere activity 
as measured by EEG, when individuals were worrying.
Worry is a normal experience for an average person. Wells and Morrison (1992, cited in 
Wells, 1997) gave diaries to 38 people who were instructed to record their first two worries 
and first two intrusions over a fortnight. Of the individuals who returned their diary (30) all of 
them reported experiencing worries. These researchers actually examined average worry 
whereas the majority of research has focussed on problematic worry.
____________________________________________________________  AMH Essay
Tallis and Eysenck (1994) believe worry serves as enhanced alertness to feared stimuli. 
Worry is thought to be triggered when an event is seen to be emotionally ‘costly’ if it went 
wrong, probable/imminent and the individual feels unable to cope. Worry serves to alarm, 
prompt and prepare the individual into doing something. Dysfunctional worry is seen to occur 
when the system is triggered too frequently or the emotional cost is seen as excessively high. 
This happens as a result of the individual being overly alert for threat and consequently results 
in low mood, increased autonomic arousal and self-consciousness. The individual finds if 
difficult to ‘switch off from this state of heightened awareness. In addition, this state of 
scanning for negative events leads to a biassed negative processing of information and the 
imagining of solely negative outcomes. This exacerbates anxious mood which in turn 
reinforces the presumed need to scan for danger and ‘prepare’ for it. Tallis and Eysenck
(1994) also believe that such individuals have difficulty distinguishing solvable from 
unsolvable problems and thus tend to ruminate more than normal worriers who would 
recognise the pointlessness of worrying over some topics. Later Wells reflected the idea of 
threat vigilance into his model when he talks about how individuals believe in the usefulness 
and purposefulness of worry.
Borkovec’s (1994) earlier model focussed on the avoidance behaviours seen in dysfunctional 
worry but had a slightly different explanation of the function of worry. Borkovec (1994) 
asserts that there are at least two types of worry. One is worry about emotionally meaningful 
information such as past trauma and the second is worry about trauma unrelated topics to 
avoid threatening and emotionally arousing information. They maintain that worrying 
distracts the individual from distressing emotional subjects and self-report from GAD patients 
apparently confirms this. Generally individuals are unaware of this process. Patients use 
worry “for fear of finding something worse” (Butler, 1994). In this framework the deeper 
issues are avoided by using worry as a distraction. Individuals avoid threatening situations 
and attempt to avoid emotionally evocative thoughts by engaging in worry about other issues. 
Worrying serves to avoid images of evocative material and avoids physiological reaction to 
such material.
Some research supports this theory. Trauma histories of GAD patients are more marked than 
that of non-patients. Molina, Roemer, M. Borkovec and Posa (1992, cited in Borkovec, 1994) 
interviewed people and found that overall injury, illness and death trauma had occurred one 
and a half times less often for non-anxious subjects than for GAD patients. In addition, non- 
anxious patients had four to six times less assault, ‘miscellaneous’ events and ‘emotional’ 
events resulting in trauma. The inclusion of assault into the injury, illness and death category
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thereby forming a larger category related to physical threat meant that 71% of all GAD trauma 
was accounted for. Later Wells’ (1995) model reflected ideas in Borkovec’s (1994) model.
In 1995 Wells elaborated on these models and smoothed out the differences between the two. 
Wells (1995) believes that all emotional disorders have three components. Firstly beliefs 
about the world and events in it. Seeondly, bodily symptoms and beliefs about them. And 
finally, beliefs about the significance of those beliefs, good and bad, or beliefs in one’s 
cognitive functioning in general, e.g. beliefs about ability to keep control, memory ability 
referred to as meta-beliefs. Wells (1995) states that most models and treatments of emotional 
disorder have not included meta-beliefs and yet in disorders of apparent uncontrollable 
thoughts, such as dysfunctional worry, this is likely to be a mistake. Wells (1995) explains 
how worry is processed and controlled in the brain as well as the significance it holds for the 
individual. It also makes explicit the way normal worry can become dysfunctional, providing 
just one model for explaining normal and the possible development in to dysfunctional worry.
In this model an individual holds positive behefs about the usefulness of worry and is 
motivated to use worry as a way of coping with threat, hence the link to Tallis and Eysenck’s
(1994) model. Worry becomes problematic when negative beliefs are added to existing 
knowledge and the individual starts to worry about worry and try to stop it, hence the link to 
Borkovec’s (1994) avoidance model.
Everybody worries about issues in one’s life that are of concern - external events. Wells
(1995) refers to these as type 1 worries. Wells (1995) thinks of this sort of worry as normal. 
Dysfimctional worry also starts as normal. Initially worrying about type 1 worries is seen 
only in a positive light and thus is not a problem at this stage. Worrying may have been 
modelled by a parent or past successes at worry leading to a solution may have reinforced its 
usefulness. People feel it is important to work through their type 1 worries and believe that 
worrying will somehow keep them safe or at least make them better prepared should bad 
things happen. In Tallis and Eysenck’s (1994) model this worrying becomes excessive and 
thus problematic but in Wells’ (1995) model frequency and content of worries is not seen as 
important in the development of pathological model, rather it is how the individual evaluates 
their worrying.
In the development of dysfunctional worry something results in the negative appraisal of 
worry. It may be that wony is used so frequently that it is elicited with such ease that at times 
it feels un-deliberate and thus is intrusive and unwanted. Alternatively, there may be a critical
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incident. Wells (1995) gives the example of a significant other such as a parent experiencing 
mental health problems. This may be seen as directly related to worry and thus provide new 
information discrepant with the idea that worry is solely useful. This links to Borkovec’s
(1994) idea of illness as trauma being significant in dysfimctional worry. Tliese experiences 
may, respectively, lead to beliefs about worry being uncontrollable and worry leading to bad 
outcomes. Wells’ (1995) refers to negative beliefs about worry as Type 2 worry. Negative 
beliefs about worry are usually controllabihty and consequences related. For example, beliefs 
that worry is uncontrollable and beliefs that too much worry leads to insanity. Type 2 beliefs 
are also referred to as worry about worry or meta-worry. In Well’s (1995) model the source 
of distress lies at the level evaluation of one’s thoughts. The thoughts about a feared stimulus 
are distressing but the thoughts about those thoughts elicit greater distress.
Dysfunctional worry is not a disorder in its own right and yet worrying is acknowledged to be 
the predominant characteristic of Generalised Anxiety Disorder (APA, 1994). Dysfunctional 
worry typifies this disorder. With a lifetime occurrence rate of 5% GAD is one of the most 
prevalent anxiety disorders (Ost & Breithotz, 2000). GAD is characterised by excessive 
worry and anxiety occurring on most days. A number of topics are worried about and this 
worry is seen as difficult to control. The duration must have been more than six months and 
be such that fimctioning is impaired. In addition there must be at least three additional 
symptoms, either fatigue, restlessness, irritability, poor concentration, tension or sleep 
problems (APA, 1994).
Wells (1997) points out that in GAD it is important that worry is felt to be uncontrollable. He 
suggests that the initial appearance of worry may be relatively involuntary but that the 
attentionally demanding nature of worry means that perpetuation of worrying - rumination - is 
under conscious control. Distraction techniques are generally effective in terminating worry. 
This suggests that worry is an “attentionally demanding” activity that is easily dropped in 
favour of a less demanding task. This adds weight to Wells’ (1997) assertion that continued 
elicitation of worry is voluntary. Wells (1997) tliinks that individuals may be focussing on the 
initial presentation when making appraisals about uncontrollability without being aware that 
they then consciously perpetuate worry.
As worry is felt to be a problem individuals attempt to avoid worrying to prevent distress. 
According to Wells (1997), once meta-worry has begun the individual experiences high 
anxiety and attempts to resolve the dissonance in beliefs about worry. The individual overtly 
avoids what are seen as dangers and thus triggers of worry and seeks reassurance from others.
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This is considered Type 1 avoidance as it involves avoiding type 1 worries. In addition, the 
act of worrying is avoided by attempts to suppress worries or trying to distract oneself. This 
is considered Type 2 avoidance as the focus is on avoiding worrying rather than avoiding the 
object of worry. This section of Wells’ (1997) model is similar to Borkovec’s (1994) ideas 
about avoidance of threat. Avoiding worrying by attempting to control the problem is 
analogous to the concept of safety behaviours in other anxiety disorders. Typically the 
resolution attempts actually increase and maintain the problem as they never allows for the 
correction of faulty beliefs.
Attempts to stop worries occurring, and thus attempt to suppress thoughts can actually 
increase the frequency of unwanted images and appear to prove beliefs that worry is 
uncontrollable. The model suggests that if before, during or after exposure to threatening 
stimuli worry is elicited this interrupts with the processing of the information. Incomplete 
processing of material produces side effects of increased intrusions of the stimuli. In addition, 
the part-processed material does not have its own storage in memory and may get ‘tagged’ 
onto other representations in memory. This means that when these memories are recalled the 
part-processed material is recalled with it. In other words, the number of triggers for the 
feared memory is increased rather than decreased as it would be if the information had been 
encoded efficiently. Often such encoding modifies and improves what is already encoded 
about the stimuli which is usually negative. This elaborates on exactly how worry serves to 
avoid disturbing images as Borkovec (1994) suggested.
Wells and Papageorgiou (1994) tested the premise that worry following exposure to 
threatening stimulus would increase the number of intrusive images the person experiences as 
emotional processing would be substandard and thus ‘tagging’ would occur.
Efficient emotional processing is thought to be facihtated by the processing of images (Foa & 
Kozak, 1986 cited in Wells & Papageorgiou, 1994). Wells and Papageorgiou showed 5 
groups a short silent film of a gruesome workshop accident and gave them different 
instructions about what to do in the 3 minutes following the film. The results supported the 
prediction that worry increases the number of intrusive images after exposure to feared 
stimuli. In the week that followed most intrusions were reported by the group who worried 
for 3 minutes after the film. Matthew and Wells (1994, cited in Wells & Papageorgiou, 1994) 
believe that the surge of intrusive images can reinforce GAD patients’ belief that their worry 
is uncontrollable.
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Interestingly reports from the groups about how long they were worrying during the film did 
not differ across groups. Wells and Papageorgiou felt that asking people to report how much 
time they had spent worrying during the film, after the film had finished may not have been 
reliable. Perhaps future studies could ask subjects to articulate what was going through their 
mind as they watched the film so objective calculations of time worrying and time imagining 
could be gauged. This study also used students rather than clinical samples. It would be 
interesting to see what the results would be using GAD patients, or at least GAD analogues 
from non-clinical populations. There was no explanation why the film was silent although 
presumably this was so that the experimenters could isolate the processing of images only. 
However, in exposure experiments in clinical practice the focus is likely to be on more life­
like scenarios.
Some research has investigated Wells’ (1995) model. Wells and Carter (1999) tested the 
hypothesis that meta-beliefs contribute to dysfunctional worry and that type 2 worries 
distinguish individuals with GAD from those without GAD. Results supported the hypothesis 
even after the variables of type 1 worry frequency, controllability and trait anxiety were 
controlled. They also found that, “How much do you worry about your worrying thoughts?” 
was a unique predictor of problem level, even when the other factors of trait-anxiety, 
subjective controllability and frequency of worrying were controlled.
Davis and Valentiner (2000) examined Wells’ (1995) meta-cognitive theory of worry to 
determine how much it actually adds to and differentiates from previous worry and anxiety 
research. The researchers used Wells’ (1997) Meta-Cognitions Questionnaire (MCQ), 
devised to measure concepts with in the theory, to determine whether meta-worry could in 
fact distinguish individuals with GAD from non-anxious individuals and individuals who 
were anxious but did not worry. Indeed GAD individuals did respond significantly differently 
on all scales of the MCQ compared to the other two groups. The GAD group also had 
positive and negative beliefs about worry and had higher levels of meta-worry.
To summarise thus far. Wells’ (1997) model of worry is characterised by positive and 
negative beliefs about worry, referred to as meta-beliefs. In normal worry there are only 
positive beliefs about worry but in dysfunctional worry there is a clash between positive and 
negative beliefs about worry.
Wells (1997) suggests that negative beliefs are of greater significance and the predominance 
of his recommendations are about strategies in treatment to tackle meta-worry. Wells 
suggests that assessment of GAD needs to examine higher order beliefs that motivate the use
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of control and worry strategies along with examination of the strategies themselves. In order 
for treatment to be successful Wells (1997) asserts that patient's appraisal of worrying needs 
to be examined. A key aim in treatment is to minimise meta-worry and change meta-beliefs. 
This is done by first challenging uncontrollability beliefs, then other meta-worries and then 
positive beliefs and finally type 1 worries if necessary. Wells’ (1997) emphasis on meta­
beliefs in the understanding of GAD has resulted in new recommendations for intervention. 
Previous treatment methods have focussed on teaching control techniques and using cognitive 
therapy techniques to challenge type 1 worries. Wells’ (1997) model would suggest that this 
may perpetuate and helps maintain worry because it corroborates beliefs about worry being 
uncontrollable.
To invalidate individuals’ meta-beliefs Wells (1997) uses behavioural experiments and 
cognitive fiierapy techniques seen in cogmtive-behavioural therapy but applies them to meta­
beliefs rather than automatic thoughts. Other cognitive techniques include classic techniques 
of taking the thought and generating alternative explanations and ensuring that thought is 
balanced. As with other anxiety disorders exposure is very important in order for fears to be 
re-evaluated and new information about the fear to be encoded. The validity of the negative 
cognition can be challenged and re-examined in view of the new information.
Borkovec, Robinson, Pruzinksy, & DePree (1983, cited in Wells 1997) introduced ‘worry 
periods’ to instil some structure in the day of the dysfunctional worrier. Worries were 
recorded as they occurred but then individuals focussed on present day experiences until a set 
time when they could return to the worries. This technique allowed individuals to feel more 
in control of worry and indulged their need to worry. Looking at this technique through 
Wells’ (1997) model one can see that there is no opportunity for meta-beliefs about worry to 
be dis-confirmed. Worry periods are still used in Wells’ (1997) model but are not used for 
ruminating. Rather they are used as periods to carry out behavioural experiments and test 
meta-beliefs and alternative thoughts. For example. Wells (1997) suggests worry periods 
could be used to try and worry to the point of going insane to demonstrate the invalidity in 
this belief.
Worry is an attentionally demanding task that is easily displaced by other activities. Wells
(1997) has done extensive investigation into this that will not be covered here but is detailed 
in Wells (1994). That worry is easily displaced by other activities can be useful in 
demonstrating the controllability of worry. Patients can be encouraged to identify activities 
that naturally interfere with worry and thus beliefs about uncontrollability are weakened.
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Wells highlights caution with introducing this technique too soon in treatment as individuals 
may be tempted to engage in identified distraction techniques more vigorously if they are still 
holding negative beliefs about the consequences of too much worry. In addition, activities 
used for distraction actually act as triggers for worry. This would provide fiirther evidence for 
the notion of uncontrollability. Wells (1997) also discusses the possibility of teaching 
worriers the early signs of worrying so that it is stopped and rumination does not occur. This 
technique can be usefiil in aiding understanding that worry can be controlled. Again needs to 
be introduced carefiilly so that it does not become abused and perpetuate avoidance.
An experiment that challenges positive beliefs is the ‘what i f  approach (Wells, 1997). This 
challenges the belief that it is useful to worry through all possible outcomes. Individuals are 
encouraged to do this in the session, out loud. The result shows that this sort of approach 
leads to thoughts of increasingly extreme catastrophes and thus increases anxiety and does not 
improve preparation and coping. Tins experiment helps individuals to see that worries do not 
offer very accurate views of the world or future, or at least are not very balanced as the what if 
questions are always negatively biassed
Overall Wells’ (1997) suggestions can be seen as a development of standard cognitive therapy 
and could be described as meta-cognitive therapy. His suggestions for treatment have not 
been widely implemented in clinical practice despite problems with existing approaches to 
treating GAD. Butler (1994) states “we know even less about mechanisms of change where 
worry is concerned than we do about the nature and fimctions of worry.” She points out that 
there is ofl;en a discrepancy between recommendations in the literature and application in 
practice and that the tightening of the definition of worry has not lead to more tailored 
treatments. Research does not often address worry separately from other characteristics of 
GAD. Generally, global measures of funetioning are used to assess impairment before and 
after intervention making it difficult to determine which aspects have improved and which 
remain problematic. Borkovec and Costello, (1993 cited in Wells & Carter, 1999) report that 
typically only 50% of patients improve. Borkovec and Costello (1993) also state that 
treatment gains are of variable magnitude, sometimes not of large clinical significance and 
that patients are clearly still anxious at outcome. There is also some suggestion that any 
benefits are often short lived. Butler, Fennell, Robson, and Gelder (1991 cited in Durham, 
Fisher, Treliving, Hau, Richard & Stewart, 1999) state that between 42% and 79% of CBT 
and BT patients need further treatment one or two years after therapy terminates.
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Aims in treatment of worry are to improve sense of control, improve sense of coping and to 
educate the client about anxiety. Wells (1997) would argue that some of the lack of success in 
treatment may be because interventions have been aimed at type 1 worries rather than meta­
beliefs. Treatments are often based on those originally designed for depression or different 
anxiety disorders and thus “lack, or have indirect relations to a cognitive-behavioural model of 
GAD” (Ost & Breitholtz, 2000). Often the exact content of CBT treatments are not specified. 
Strands of traditional cognitive behavioural therapy approaches clearly overlap with Wells’
(1995) model especially challenging negative thinking. However, the extent to which CBT 
packages aim intervention at meta-cognitive level is not known. This makes it difficult to 
determine what is successful about treatments and what is not. In addition, it is difficult to 
draw from existing research information that supports Wells’ (1995) model and his suggested 
approaches to the treatment of dysfunctional worry.
Wells (1995) has presented single case studies using his techniques. They have yielded 
fevourable outcomes. Wells (1995) presented a case where pre- and post- measures of GAD 
symptoms were measured using the Anxious Thoughts Inventory (AnTI) which includes 
scales measuring worry about worry. Wells concluded that there had been there had been 
specific improvements in meta-worry and decreases in the amount of time spent in weekly 
worry. These improvements were also apparent at follow-up six months later.
Dugas and Ladoucer (2000) offer recent evidence of attempts to treat individuals with GAD. 
The advantage of this study is that the authors are very clear about what symptoms they are 
aiming to treat, the theory behind their specific treatments and clearly what intervention 
involved. The treatment has clear links to Borkovec (1994) and Wells’ (1995) models as the 
authors identify that beliefs about worry and cognitive avoidance contnbute to the 
maintenance of GAD. Key interventions included re-evaluation of beliefs about worry and 
cognitive exposure. The treatment and outcome of four patients was detailed.
Large decreases in time spent worrying were observed for all patients and these were 
generally maintained at both follow-ups. On other self-report measures three of the 
participants had returned to normal functioning. These participants also maintained these 
gains at six month follow-up. Therefore treatment appeared successful for these patients. 
Although they acknowledge that no content analysis was possible Dugas and Ladoucer 
(2000), believe that helping patients distinguish between solvable and unsolvable problems 
was pivotal. At 12 month follow-up two of the three participants had some re-emergence of 
symptoms. The fourth patient was only less depressed at post-test and at 12 month follow-up
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aU self-report measures were as the had been at pre-intervention. Re-assessment revealed that 
two of the participants did not meet criteria for any diagnosis at post-test or foUow-ups, one 
had a specific phobia, and the least successful patient met GAD and OCD criteria at post-test. 
Intriguingly, the fourth participant did not meet any diagnostic criteria at 12 months although 
his self-report questionnaire scores were virtually identical to pre-test. This demonstrates the 
importance of subjective and objective measures.
Dugas and Ladoucer (2000) suggest that co-morbidity with OCD may present a particular 
difficulty in the treatment of GAD. As a particular method was being followed no attempt to 
address the OCD was made but the Dugas and Ladoucer (2000) suggest that the patient’s 
compulsions interfered with cognitive exposure experiments. They also suggest that the slight 
relapses after a year may mean that the relapse prevention manual be improved.
Durham, Fisher, Treliving, Hau, Richard, and Stewart (1999) also found support for the 
usefulness of cognitive therapy. They present a one year follow-up of an earlier trial 
comparing analytic psychotherapy (AP), cognitive therapy (CT) and anxiety management m
the treatment of GAD.
At six month follow-up individuals who received CT feired better than those who received 
AP. About 50% of the CT group improved. A similar number people receiving AMT 
improved although the improvements were less broad and of lower climcal significance.
A one year follow-up examined self-reported outcome, medication use and frequency of GP 
visits. After one year individuals who received AP had similar scores on self report measures 
as they had done at pre-treatment. CT individuals showed clear and maintained 
improvements. Twice as many CT individuals had clinically significant gams as had AP 
individuals although very few were considered recovered. Individuals’ who had received 
greater numbers of sessions in either therapy, benefited more than those who had been 
randomly allocated to low contact conditions.
Criticisms of the study have suggested that differences may be due to using different 
therapists for different treatments. In fact, AP therapists had higher drop-out rates than CT 
therapists and individuals receiving AP had rated their therapy as less credible. Another 
problem with this trial is that the majority of patients (80%) had at least one other axis one 
diagnosis and slightly less than half had personality disorders (46%). This makes it very 
difficult to determine which symptoms improved especially as no measure of worry was
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included. There was also little attempt to check the competence of each therapist m delivermg 
the approaches. Thus the differences, as with White (1998) may be due to non-specific 
variables. Durham et al. (1999) acknowledge but rebuke these criticisms stating that the 
findings can not be solely explained by extraneous variables.
Other studies have not found cognitive therapy to be more successful than other treatments. 
Ost and Breitholtz (2000) found little differences in the efficacy of different treatments. They 
randomly assigned 33 individuals reaching GAD criteria to cognitive (CT) or Applied 
Relaxation (AR) therapies and treated them for 12 weeks. AR involved learning a range of 
relaxation methods such as progressive muscular relaxation and rapid relaxation and applying 
them in sessions and in stressful situations. This involved identifying and answering negative 
automatic thoughts, and testing thoughts through behavioural experiments. Independent 
ratings supported the use of both AR and CT for treatment of GAD. At follow-up 
improvements were still maintained and fiirther decreases in number of worry topics were 
noted. On anxiety and depression measures only the CT individuals showed improvements at 
post-treatment but at follow-up the AR individuals showed similar improvements on these 
measures. Interestingly, measures of worry using Penn-State Worry Questionnaire did not 
produce any significant change except for difference between pre-treatment and one year 
follow-up for the AR individuals.
Some studies even found no specific treatment to be any more useful than placebo. White
(1998) reported earlier work where patients meeting GAD criteria were randomly assigned to 
three treatment conditions -  cognitive therapy (CT), behavioural therapy (BT), cognitive 
behavioural therapy (CBT); a placebo control condition -  subconscious retraimng (SCR); or 
no treatment control -  waiting list (WL).
At post therapy all group members improved, as measured by self report questionnaires, 
compared to those of the waiting list although there were no between group differences. At 
six month follow-up the SCR group had maintained the improvements and the other groups 
showed further improvements. After 2 years the patients were contacted again there appeared 
to be a lack of differential responding between the groups. White and colleagues concluded 
that non-specific variables were influential in the similarity of results between groups. He 
proposes that more research be devoted to investigating these variables. White also points out 
that no measure of worry was used at 2 year follow-up. This makes it difficult to determine 
whether worry was affected by intervention or simply the collection of additional symptoms.
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The conclusion from the studies reviewed is that patents are generally much improved 
although not on the whole symptom free or fimctioning with in the normal range. No clear 
favourite treatment has emerged. For a long time general anxiety management techniques 
have been used with GAD patients before interest in developing theories of the condition 
emerged. Since the expansion of GAD theory recommendations for treatment have been 
made. However, there appears to be a slight time lag in the application of these techniques in 
clinical practice or at least their use in clinical trials.
Durham et al. (1999) point out that if therapy gains are not maintained, or gains are not 
clinically significant, then this makes the expense of even starting therapy hard to justify 
relative to the low cost of anxiolytic medication. It is obviously important for research 
developments to be influential in the improvement of intervention packages.
Wells’ suggestions about treatment have clear links to his model and have had success in 
single case studies although as yet treatment trials have not been carried out. Wells’ (1995) 
case study makes a promising start and clearly Dugas and Ladoucer had great success with 
their small study that made explicit the sequence and content of treatment. The usefiilness of 
theories in clinical psychology is to inform intervention planning. Large trials using Wells’
(1995) suggestions are clearly needed to provide evidence that his model can be used to 
successfully influence treatment and outcome.
Tallis and Eysenck (1994, cited in Davis & Montgomery, 1997) and Borkovec (1994) made 
interesting and yet very different proposals about the theory of worry. Wells’ (1995) model 
incorporates features of both models. His model is capable of explaining functional and 
dysfimctional worry depending on the type of meta-behefs one holds. In addition it explains 
how normal worry can develop into dysfunctional worry rather than seeing the two as separate 
entities. It also explains the maintenance of worry through the actions of the individual and 
the affect of avoidance on the quality of information processing in the brain. Wells’ (1995) 
cognitive model of woiry is the fruit of a larger information processing model of worry 
examining the effect of worry on other cognitive processes such as the memory, attention and
emotion.
Overall Wells’ (1995) model has developed and consolidated other research on worry. The 
model has stood up to testing and has empirical and anecdotal evidence. Implications for 
treatment are made but have yet to be proven on a large scale. Recent research has shown 
symptom improvements with different treatment approaches and even placebo approaches and
14
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yet no treatment has been as successful as interventions for other anxiety disorders. Clearly 
further treatment developments are needed.
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“All challenging behaviour in individuals with learning disabilities has a 
communicative function and can be explained by deficits in communication skills”.
Critically discuss this proposition.
July 2001 
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In order to critically discuss this proposition, research illustrating that challenging behaviour 
has a communicative fonction for individuals with communication skills deficits is presented. 
The proposition is then deconstructed to examine the possibihty that although communicative, 
challenging behaviour may be explained by reasons other tan an individual’s own skills. 
Finally, evidence suggesting that challenging behaviour may not be communicative is 
examined. However, first it is necessary to define the key terms of the proposition in order to 
facilitate understanding for the remainder of the discussion.
Definition of Learning Disability
In Britain, learning disabihty was adopted as the new term for mental retardation (Emerson, 
1995). Both the ICD-10 Classification of Mental and Behavioural Disorders (ICD-10) (World 
Health Organisation, 1993) and the Diagnostic and Statistical Manual IV (DSM-IV) 
(American Psychiatric Association, 1994) still use the term mental retardation. The ICD-10 
criteria state that mental retardation is “a condition of arrested or incomplete development of 
the mind, which is especially characterised by impairment of skills....there should be a 
reduced level of intellectual fonctioning resulting in diminished ability to adapt to the daily 
demands of the normal social environment.” (p226). Mental Retardation is divided into 
arbitrary categories of mild, moderate, severe and profound (WHO, 1993). Diminished 
abihties range fi*om mild language delay, but able to use speech for everyday purposes, to 
severe limitation in ability to understand and only rudimentary nonverbal communication. 
Similar ranges of impairment from slight to marked are seen in other areas such as self-care, 
domestic skills, academic achievement, and emotional and social maturity
Definition of Challenging Behaviour
There has been some debate about the term challenging behaviour. Some researchers appear 
to have used the term to replace terms such as ‘problem behaviour’ that appeared to blame the 
individual (Pimm, 1998), whereas the new term denotes something to be shared by people 
who need to understand and respond to the behaviour (Pimm, 1998). Other researchers 
choose to distinguish challenging behaviour as distinct from other behaviour problems 
(Emerson, 1998). Qureshi and Alborz (1992) defined challenging behaviour in terms of the 
use of specific resources (such as the need for extra staff or restraints), the damage to self, 
others or property, the consequences of a behaviour, or severity of social disruption. This 
definition is based on the notion that an individual’s behaviour may not be a problem per se 
but rather the effect that behaviour has on restricting an individual’s lifestyle because of it’s 
dangerousness or social unacceptability. What is defined as challenging behaviour may
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therefore change from situation to situation depending on social judgement. Emerson's
(1995) definition is similar and is frequently quoted. He defines challenging behaviour as 
“culturally abnormal behaviour of such an intensity, frequency or duration that the physical 
safety of the person or others is likely to be placed in serious jeopardy or behaviour which is 
likely to seriously limit or delay access to and use of ordinary community fecihties .
Qureshi and Alborz’s (1992) review of the literature suggested that forms of challenging 
behaviour could be divided into four categories -  physical attacks on others; self-injury; 
destructive behaviour; and other socially or sexually unacceptable behaviour. More precisely 
it might include spitting, smearing feeces, self-induced vomiting, pica, inappropriate swearing 
and hoarding mbbish (Chamberlain, Chung and Jenner, 1993).
Definition of Communicative Function
Van der Gaag and Dormandy (1993) define communicative function as “the vanous purposes 
that give rise to communicative acts”. The communicative function may be to transfer 
‘fectuar information, for example, giving instructions, giving a report about some event or 
person, giving or requesting information and reporting physical and psychological states such 
as headaches, tiredness, discomfort, or happiness, sadness, uncertainty, etc. These is an 
assumption on the speaker’s part that listeners do not have the information and that it is in the 
speakers interest that they should have it. In addition to the transference of ‘factual’ 
information, communicative function may serve to establish, maintain, or sever social 
relationships. The communicative function is therefore about transactions or mteractions and 
social belonging (Van der Gaag & Dormandy, 1993).
Van der Gaag and Dormandy (1993) state that “it is important to stress that communication is 
a two-way process involving at least a speaker and a listener”' (p25). They define 
communication as “conveying some message a communicator has in mind, and its 
interpretation by an addressee. The message can be assumptions, beliefs, wishes, feelings etc. 
Its purposes can be information sharing, eliciting information, promising, threatemng, warning 
or social.....What communication necessarily involves is the expression, interpretation and 
negotiation of meaning, involving interaction between two or more persons in context” (pI7).
1 Van der Gaag and Dormandy (1993) use the terms ‘speaker’ and ‘listener’ for ease, irrespective 
of whether referring to linguistic or non-linguistic communication, and whether the individuals
could indeed speak or hear.
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Other researchers have taken a broader definition of communication to include all behaviour 
both interactive, such as requests, negotiations and declarations/comments or non-interactive 
such as self-regulation, rehearsal, habit, and relaxation or tension release (Waltzlawick, 
Beavin & Jackson, 1967, cited in Donnellan, Mirenda, Mesaros& Fassbender, 1984). 
However, this definition is very inclusive and Van der Gaag and Dormandy (1993) argue 
against such a definition stating “A balance compromise must be found between completeness 
on the one hand and unwieldiness on the other” (p23). On this basis the Watzlawick, Beavin 
and Jackson (1967) definition could be considered “unwieldy” and difficult to prove or 
disprove. Thus, Van der Gaag and Dormandy’s (1993) definition shall be adopted. In 
addition, although much of the literature does not formally define ‘communication’ or 
‘communicative function’ it is apparent that the concept of communication as an intentional 
exchange between at least two people is generally accepted.
Explanation of Challenging Behaviour as serving a Communicative Function 
C h a l l e n g in g  B e h a v i o u r  a n d  C o m m u n i c a t i o n  S k i l l s
Many researchers have noted that there is a relationship between the presence of challenging 
behaviour and communicative ability (Carr & Durrand, 1985). Van der Gaag and Dormandy 
(1993) state that medium of communication is important and that non-linguistic 
communication is a weak form of communication. Individuals with moderate to profound 
learning disabilities who have not developed speech may use non-verbal or simple non- 
linguistic communication (WHO, 1993). In language all speakers interpret each linguistic unit 
in the same way. By comparison, non-linguistic communication is open to a variety of 
interpretations and may be misunderstood more easily. They require the receiver to make 
inferences about the intended message based on the knowledge of the communicator and the 
context. Non-linguistic communication is also limited to communicating only about the 
present. Without a language, concepts such as the past or future are difficult to convey (Van 
der Gaag & Dormandy, 1993).
Challenging behaviour is more often noted in individuals with speech and language deficits or 
poor ability to gesture and sign (Donnellan, Mirenda, Mesaros & Fassbender, 1984, Pimm,
1998) and/or visual or hearing impairments (Kieman & Kieman, 1994 cited in Pimm, 1998). 
Moss, Emerson, Kieman, Turner, Hatton and Alborz (2000) found that level of speech was 
strongly associated with level of learning disability.
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In addition to expressive skills, skill in selecting topics of communication is also important in 
communication effectiveness (Van der Gaag & Dormandy, 1993). The number of topics of 
communication is limited by an individual’s vocabulary and also the number of topics of 
situations to which an individual is exposed (Van der Gaag & Dormandy, 1993). Extent of 
vocabulary has been considered a good measure of intellect (Kaufman & Liectenberger, 1999) 
and thus it is possible that individuals with learning disabilities may be restricted in the 
number of topics of conversation available to them. In addition, as individuals with learning 
disabilities may not be completely integrated into the community, they may be restricted m 
the number of opportunities available to them (Felce & Emerson, 2001; Werner, Homer 7 
Newton, 1997). This may restrict opportunities to develop vocabulary and/or topics to
converse about.
Sperber and Wilson (1986 cited in Van der Gaag & Dormandy, 1993) also believe that the 
speaker’s ability to assess the relationship between themselves and the listener is important. 
To do this they need to know enough about the listener, for example, their identity, status and 
interests. Some individuals with learning disability may not know mueh about people to 
whom communication is directed. For example, individuals in large residential settmgs may 
experience busy staff and staff changes and therefore be limited in the opportumties to form 
relationships with them (Werner, Homer & Newton, 1997). For example, Emerson, Hatton, 
Robertson, Henderson and Cooper (1999) found that episodes of poor contact with staff were 
associated with increased stereotypy in individuals with learning disabilities.
Skilled communication depends on the balance of the elements described (Van der Gaag & 
Dormandy, 1993). As illustrated some individuals with learning disabilities may have deficits 
in communication skills due to their incomplete development, poor mastery of skills or the 
disabling effects of their environment and this may contribute to challenging behaviour.
C o m m u n i c a t i v e  H y p o t h e s i s
Carr and Durand (1985a) were the first to propose a communication hypothesis to explain 
some challenging behaviour. Carr and Durrand (1985) state that “the hypothesis is consistent 
with the central theme of the behavioural approaeh to psychology, namely, that the 
understanding of human behaviour is best advanced through the analysis of fimction rather 
than form”. The evidence that communication skill is associated with frequency of behaviour 
problems led to speculation that challenging behaviour may function like non-verbal 
communicative acts to make requests, gain attention or escape aversives and that once more
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acceptable methods are taught that achieve the same aims then challenging behaviour should 
lessen (Carr and Durand, 1985).
Durand (1990 cited in Thurman 1997) states that behaviour can be seen as having a purpose, 
meeting a need, constituting a communicative act and containing message content. 
“Challenging behaviour is seen as functional and (in a general sense) adaptive. It can be 
thought of as a way through which the person exercises control over key aspects of his/her 
world” (Emerson, 1995). This model of challenging behaviour is based on principles of 
operant conditioning. Challenging behaviours may be considered leamt by either the 
subsequent presentation of rewards or the removal aversive stimuli. If the consequences of a 
behavioural act are desirable then this increases the likelihood of the behaviour occurrmg 
again. Rewards may include social interaction and material gains and the removal of aversive 
stimuU may include situations an individual wishes to avoid or escape from such as difficult 
tasks or noisy environments. A first appearance of a particular behavioural act may not be 
intentionally communicative but that due to the reactions of others an individual learns to use 
it communicatively (Murphy, 1999). Some behaviours may function to commumcate a 
specific message and other behaviours may serve to communicate a variety of messages 
(Donnellan, Mirenda, Mesaros & Fassbender, 1984).
Carr and Durand (1985) proposed that if the communication hypothesis was correct then once 
the function of behaviour was identified and replaced with an appropriate behaviour serving 
the same function, then challenging behaviour should be reduced. They identified three 
individuals with challenging behaviour. They assessed the communicative functions of each 
individual’s behaviour as wanting help with difficult tasks and/or wanting positive feedback 
for what they were doing. After teaching the individuals phrases to elicit assistance or praise 
(where relevant) from the caregiver whilst carrying out tasks they found that challenging 
behaviour reduced to low frequencies. To control for the possibility that any phrase and 
response from the caregiver would have an effect on behaviour each individual was also 
tc.olit to say one of the phrases in an irrelevant situation e.g. to elicit assistance on a task that 
was easy and the individual could do without help. The results showed that challenging 
behaviour was reduced to low levels when the child was using a relevant response but 
remained high when the child elicited an irrelevant response. Individuals saying relevant 
responses had the use of the response strengthened by the consequences whereas when using 
an irrelevant response the individuals soon stopped even using it as the consequences were not
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as desired. Thus, the communication hypothesis was supported and the need for intervention 
to be functionally equivalent to the behaviour was illustrated.
Since Carr and Durand’s (1985) experiment researchers have demonstrated the wide 
applicability of FCT with individuals with severe communication deficits and also individuals 
with severe challenging behaviour. That functional communication training (FCT) can help 
alleviate a wide range of behaviour problems for many different individuals has added support 
to the communication hypothesis and the proposition that behaviour carries a commumcative
fimction.
Bird, Dores, Montz and Robinson (1989) demonstrated the usefulness of FCT by conductmg 
successful intervention with two individuals with severe, hfe-threatening challenging 
behaviour and showing that the results generalised to situations and people beyond the initial 
training setting. Both clients in the study had previously received years of unsuccessful 
treatment using medication, reinforcement and punishment programmes. The clients were 
taught new signs to indicate they wanted a break from a task. This study helped demonstrate 
that challenging behaviour across a spectrum of severity may be communicative and 
responsive to unrestrictive treatment methods. In addition, concerns that responding to an 
individual’s sign for a break will mean the individual will be unproductive and inactive but in 
feet the researchers found that there was a concurrent increase in the amount of time each 
client spent on task and requesting the set activity.
In a review of the use of FCT with individual with challenging behaviour and severe learning 
disabilities including profound communication deficits (half the clients had no speech or other 
formal communication system), a substantial and immediate reduction in the frequency of 
target behaviour for 85% (44) of the participants (Mirenda, 1997). Intervention was 
unsuccessful for only four participants. Intervention most commonly consisted on teaching 
individuals manual signs as communicative alternatives to challenging behaviour. Follow-up 
data was provided for almost half the studies and the results were fevourable with the new 
responses still being used and being used in novel situations suggesting generalisation. The 
favourable outcomes of studies included in this review provided evidence supporting the 
notion that challenging behaviour may result from communication deficits.
Chamberlain, Chung and Jenner (1993) studied three groups of individuals with varying 
degrees of communication deficit. The first group were unable to understand speech, had 
limited expression and difficulty in making their needs known. The second group had limited
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comprehension and could express their needs with gesture and vocalisation. The final group 
had good comprehension skills, adequate expression and could also initiate and maintain 
social interaction. The results clearly supported the notion that the greaterthe communication 
deficit the greater the behavioural problem. The most disabled clients (first group) showed 
highest levels of withdrawal and self-stimulation and the second group showed highest levels 
of aggression. However, their results also indicated that those with reasonable communication 
skills still demonstrated some challenging behaviour. Verbally able clients were the most 
verbally aggressive. The authors consider this verbal aggression to be the clearest example of 
behaviour serving a communicative fimction as it appeared to be a learned behaviour directly 
reinforced by the attention of staff. Although this group still had some deficit m 
communication skills by virtue of having a learning disabUity, this may suggest that although 
.h^ii^naino bohaviour may be communicative, there may not be a marked communication 
skills deficit in order for individuals to commumcate through challenging behaviour. Thus, 
..hnUmnmng behaviour may be explained by reasons other than deficit in communication skill.
B e y o n d  C o m m u n i c a t i o n  S k i l l s  D e f i c i t s
Van der Gaag and Dormandy (1993) stated that communicative effectiveness was not only 
dependent on an individual’s communicative skills, but also the communicative situation. 
Again, an individual’s circumstances in terms of their environment and opportunities available 
to them may affect communication effectiveness. Research has suggested that some 
rhnllpnoing behaviour may be explained by environmental fectors, such as institutionalisation 
(Chamberlain, Chung & Jenner, 1993).
Pimm (1998) suggests that when an environment provides a paucity of opportumties for 
stimulation then there is the potential for developing and increasing the frequency of 
rh„llp.nging behaviours. In some settings there may be low levels of staff or poorly qualified 
staff that result in positive aspects of an individual’s behaviour being missed and not 
appropriately reinforced. Thus, positive behaviour may be extinguished and challenging 
behaviour increased in frequency. There has been some evidence that de-institutionahsation 
can yield positive effects on individuals’ behaviour as adaptive behaviours and engagement 
levels increase in community settings but that this is not inevitable (Felce & Emerson, 2001).
Family situation and parenting style may also be important in understanding challenging 
behaviour. Family conflict, disorganisation, discontinuity and unresponsiveness are predictive 
of behaviour problems in the children (Murphy, 1999). Challenging behaviour is associated
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with increase in parental stress and depression that in turn effect child-parent interaction and 
exacerbates challenging behaviour (Murphy, 1999).
Mid-point Summary
Thus far, the evidence has suggested that challenging behaviour may be communicative and 
may be explained by either deficits in communication skills such as expression and 
comprehension or explained by other deficits such as environment. Now the possibility that 
some challenging behaviour may not serve a communicative fonction and may not be
explained by communicative deficits is examined.
Biological Explanations of Challenging Behaviour
Evidence that challenging behaviour may not be communicative comes from studies of 
particular disorders such as epilepsy and genetic syndromes. In addition, there is evidence 
that physiological changes, from brain damage and degenerative processes, or self-controlled 
changes in biochemistry, may also be influential.
E f f e c t s  o f  E p i l e p s y
The association between epilepsy and challenging behaviour is an area of controversy. Some 
researchers beheve that epileptic discharges should be considered as a very rare association 
with challenging behaviour and that studies suggesting otherwise may be due to poor 
methodology and uncontrolled fectors (Fenwick 1986 cited in Murphy, 1999) and yet other 
researchers disagree about the rarity of the association. Chung and Cassidy (2001) examined 
individuals with epUepsy (all of whom had Umited communication skills and were taking 
medication in addition to that for epilepsy) and compared their behaviour to a non-epileptic 
group who were matched in terms of mobility and continence. Comparisons of the groups 
suggested the non-epileptic group had slightly better communication skills. The results 
showed that there was a tendency for the epileptic individuals to score higher on the five 
fectors of the Aberrant Behaviour Checklist (Aman, Singh, Stewart and Field, 1985).
Of course it may be that results reflect the difference in the communicative ability of the two 
groups or the difference in medical conditions and medication (unreported for the non­
epileptic individuals). Chung and Cassidy (2001) acknowledged some limitations of the study 
but concluded that their results supported the findings of previous researchers that individuals 
with epilepsy tend to display more challenging behaviour than non-epileptic individuals. For
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example Deb and Hunter, 1991a and 1991b as cited in Chung and Cassidy, 2001) had used 
much larger and better matched samples and found similar results. Other studies (Gedye, 
1989 cited in Chung and Cassidy, 2001) have found that during aggressive outbursts 
individuals had particular eye, jaw and head movements, drooling and repeatedly looked left 
and that these outbursts and extreme self-injury were involuntary and characteristic of frontal
lobe seizures.
G e n e t ic  P h e n o t y p e s
Particular genetic disorders amongst people with learning disabilities are relatively rare so 
their impact on the general population of people with learning disabilities is probably limited 
(Pimm, 1998). Deb (1998) states that no challenging behaviours appear exclusive to 
particular syndromes and the presentation of challenging behaviour across individuals with a 
particular syndrome is not consistent.
However, Olson and Houlihan (2000) would argue that the challenging behaviour observed in 
individuals with the genetic disorder Lesch-Nyhan Syndrome is distinguishable from other 
presentations of challenging behaviour. From their experience they argue that whilst other 
individuals who self-injure may do so stereotypically, individuals with L^ch-Nyten 
syndrome do so compulsively. They also say that tissue damage is greater in individuals with 
Lesch-Nyhan syndrome and yet their sensation of pain is not diminished and such individuals 
show fear and agitation when their restraints are removed as if scared of compulsive self- 
injury Self-injurious behaviours that appear to be compulsive and repetive are thought to be 
explained by neurobiologie underpinnings. Deb (1998) suggested that self-injury could result 
from alterations in higher cortical ftmction. For example abnormal frontal lobe function may 
result in the absence of normal behaviour, dis-inhibition and stereotyped movement and 
damaged amygdala can cause aggression (Deb, 1998). Deb (1998) also suggested indirect 
effects of brain damage. For example, brain damage may lead to speech abnormality which 
leads to frustration and then aggression. In this way, any learning disability can be seen to 
lead to challenging behaviour as a result of the indirect effects of brain damage. However, 
this is a new area of research and the relationships between fectors are fer from clear (Simeon 
& Hollander, 2001). Nevertheless for some disorders it appears that some biological
dysfunction may explain challenging behaviour.
Another genetic disorder, Tourette’s syndrome, is associated with repetitive challengmg 
behaviour in the form of involuntary vocal and muscular tics such as self-slapping, self- 
punching and making profanities (Simeon & Hollander, 2001). Finlay and Bernal (1995)
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present a case example of an individual who would, amongst other behaviours, shout and slap 
himself repeatedly. Interventions improving the individuals communicative abilities had been 
partially successful but careful asssessment revealed that many of his behaviours appeared to 
be tics and therefore unintentional and not communicative. The tics were successfully treated 
with medication and the individual’s confidence also improved. This case illustrates the need 
to consider many possibilities when trying to account for the fimction of an individual’s 
behaviour. Finlay and Bemal (1995) state that Tourette’s syndrome may be under-diagnosed 
as tics may be attributed to drug side-effects or psychiatric disturbance. Once again, even 
within this genetic disorder it is possible that some behaviours displayed are not tics and 
might be strategies to control tics or unrelated to the syndrome at all (Finlay & Bemal, 1995). 
Thus, the presence of a genetic disorder does not exclusively explain challenging behaviour.
Other studies have not found behaviours specific to certain disorders. Longitudinal studies 
examining learning disabled individuals with and without Down Syndrome did not identify 
behavioural phenotypes particular to the Down Syndrome group (Carr, 1988 as cited m 
Murphy, 1999). Overlap between behaviours seen in known disorders and inconsistent 
presentation of particular behaviours in each disorder make it difficult to conclusively 
attribute behaviour to a genetic disorder (Deb, 1998). In addition, it is clear that individuals 
with a particular disorder may also have communicative deficits and/or may use challengmg 
behaviour to communicate, so the picture is less than clear. Yet, there is evidence that 
individuals with Lesch-Nyhan syndrome may also use challenging behaviour to commumcate. 
For example Anderson and Ernst (1994, in Olson & HouUhan, 2000) reported that more than 
40% of individuals with Lesch-Nyhan syndrome occasionally self-injured in order to obtain 
some goal and evidence for behavioural treatments have been favourable (Olson & Houlihan,
2000) although difficulties in generalisation was firequently observed.
There is ongoing research into behavioural phenotypes investigating the possibility of 
biological syndromes that may explain challenging behaviours and it may be that some 
disorders are yet to be discovered. After examining psychopharmacological literature Read 
(1998) concluded that a sub-group of individuals with learning disabilities were highly 
aroused when violent and self-injuring. These individuals also had unstable 
electroencephalograms (EEGs) and that the most successful treatment was anti-psychotic 
medication. He concluded there is a need for a new classification of what he calls ‘organic 
behaviour disorder’ to be recognised but as yet, this remains an area that needs further
investigation.
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N e u r o c h e m i c a l s
other than examining the role of possible brain damage, research has looked at the role of 
neurotransmitters. Pimm (1998) states that not all individuals have the intention to 
communicate by their behaviour, they may merely be reacting to an internal state. There has 
been some evidence about the euphoric effects of endorphins released after injury (Oliver & 
Head, 1990 cited in Murphy, 1999). Opiate antagonists (medications that block the effects of 
endorphins and opiates) have been effective in reducing the frequency or intensity of self- 
injurious behaviour. However, it is likely that endorphins have a role in the maintenance, 
rather than initiation, of self-injurious behaviour as an individual would have to have self­
injured at least once in order to know the neuro-chemical effect (Oliver & Head, 1990 cited m
Murphy, 1999).
Thompson, Symons, Delaney, and England (1995) liken the euphoric effects of endogenous 
neuro-chemicals released during self-injury to the ‘highs’ created by cocaine and morphine 
use. Thus, they believe that self-injury can become similarly addictive. They point to 
evidence that although self-injury bouts may be triggered by environmental stimulai they may 
continue long beyond the point where the stimulus is removed or presented and thus long 
beyond the point where it appears communicative. Ihe  self-injury in such incidents may be 
otherwise explained. The researchers also draw attention to people who self-mjure do not 
inflict damage to their body indiscriminately or purely on the basis of ease of access. 
Thompson, Symons, Delaney, and England (1995) state that it is plausible that repeated self- 
injury can come under the control of neuro-chemical systems because of the desirable effects
of the neuro-chemicals.
Thompson, Symons, Delaney, and England (1995) also state that the release of small amounts 
of neuro-chemicals that naturally occur in stressful situations could also serve to create 
craving for more neuro-chemical effects and thus self-injury ensues. This could provide an 
alternative explanation for self-injury in stressful situations rather than an explanation of 
wishing to escape as might be derived by looking for communication explanations. 
Thompson, Symons, Delaney, and England (1995) also point out that behaviours such as 
hitting one’s head in the event of ear infection conveys a message to others that something 
may be wrong but may also release the analgesic properties of neurochemicals and offer 
comfort to the individual’s pain. Thus, in many situations there may be an interplay between 
communicative function and biological forces. Incidents of feilure in functional 
communication training may need to consider neuro-chemical factors in addition to the 
possibility that the coirect ‘message’ in the behaviour has not been identified.
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P s y c h i a t r i c  d i s o r d e r
It has been suggested that challenging behaviour may be an atypical symptom of a psychiatric 
disorder (Emerson, Moss & Kieman, 1999). Moss, Emerson, Kieman, Tumer, Hatton and 
Alborz (2000) assessed individuals with a learning disability using the Psychiatric Assessment 
Schedule for Adults with a Developmental Disability (PAS-ADD) (Moss, Prosser, Costello et 
al., 1998) and found a strong association between the number of symptoms and the severity of 
challenging behaviour. In particular symptoms of depression were four times higher, and 
symptoms of hypomania were three times higher than in individuals without challengmg 
behaviour. Anxiety was also much higher in individuals who self-injured. Moss, Emerson, 
Kieman, Tumer, Hatton and Alborz (2000) concluded that it was probable that many 
individuals with challenging behaviour may have unrecognised psychiatric symptoms. 
Despite this, they are reluctant to suggest that the presence of challenging behaviour should be 
used when making psychiatric diagnoses instead concluding that challenging behaviour is 
likely to be determined by a complicated interaction of many factors.
The proposition that challenging behaviour can be explained by biological problems gleans 
from evidence that medication can help alleviate challenging behaviour (Allen, 2000). 
However, often it appears that medication is used to suppress individuals rather than for 
therapeutic purposes (Fleming, Caine, Ahmed & Smith, 1996 cited in Allen, 2000) and that 
efficacy of interventions using medication are usually based on efficacy of sedation (Olson &
Houlihan, 2000).
As well as being seen as an atypical symptom it may be that psychiatric illness may affect an 
individual’s tolerance of some situations. Carr and Smith (1995 cited in Emerson, Moss & 
Kieman, 1999) suggest that challenging behaviour may only be apparent if a particular 
motivating condition is present. For example, an individual may not always be aggressive to 
escape an activity but may do so if a ‘motivating condition’ such as pain is present. Thus an 
underlying condition may change the significance of an otherwise neutral event, thereby 
creating the conditions in which challenging behaviour may occur (Emerson, Moss & 
Kiemon, 1999). This could also be tme of psychiatric conditions. For example depression 
may cause apathy, poor concentration and reluctance to be task focussed (WHO, 1993). In an 
individual who has previously leamt that aggression can terminate aversive events one could 
expect aggression to increase if they were depressed. Thus, the challenging behaviour is not 
an atypical symptom of depression but rather the symptoms of depression are a catalyst for an 
increase in the exhibition of behaviours already in an individual’s repertoire (Emerson, Moss 
& Kiemon, 1999). The implication for treatment here is that not only would the
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communicative function of the individual’s behaviour need to be addressed but also the 
underlying motivating condition.
Conclusion
Viewing challenging behaviour as communicative and resulting from deficits m 
communication skills has helped the focus of intervention be on expanding an individual’s 
repertoire of responses rather than simply wishing to eliminate inappropriate behaviours. 
Given the communicative difficulties of many people with learning disabilities it seems 
reasonable that interventions based on aiding communication can give staff constructive and
functional direction.
Although there is evidence that challenging may be communicative and may be explained by 
deficits in communications skills, there is also evidence that individuals may use challengmg 
behaviour to communicate explained by deficits and inadequacies in their social situations. In 
addition, the biological perspective suggests that for some individuals challenging behaviour 
may not be communicative. In reality it seems likely that the reasons for an individual’s 
challenging behaviour cannot be clarified with a sole explanation.
Murphy (1999) states that “In the understanding of challenging behaviour, there is a tendency 
towards polarization which works against real understanding” referring to the tendency for 
research to fevour particular explanations of challenging behaviour. It is clear that an 
integrated view of challenging behaviour is needed. This polarization has meant that in some 
variables that might be relevant, and confounding findings, were not reported. In the future 
there is a need for research to build on the validity of all arguments.
In clinical practice Allen (2000) is concerned that much assessment of challengmg behaviour 
is over-simplistic and looks for basic stimulus-response relationships. He highlights the need 
for assessment to take into account the complex relationships of fectors within the individual 
and the environment. The influence of each factor may not be constant and static rather the 
interaction may be bidirectional and dynamic (Murphy, 1999). Clearly it is important to 
undertake thorough functional analysis comprehensively assessing not only the behaviour but 
also all the possible variables that might contribute to it (Pimm, 1998). It appears important to 
view challenging behaviour as multi-faceted and adopt what Gardener and Moffet (1990) refer 
to as a ‘bio-psychosocial model’. This model is essentially behavioural but takes into account 
a wider range of causal fectors and is thus interactional (Allen, 2000).
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Overview
In discussing the argument that assessing and treating specific learning disabilities in children 
is properly the task of Educational rather than Clinical Psychologists it is first important to 
have an understanding of what we mean by specific learning disabilities. It is also important 
to understand how an educational psychologist and a clinical psychologist differ in the tasks 
they carry out and the clients to whom they offer a service. Once this is clear a detailed 
examination of what is entailed in the assessment, with reference to prominent theories and 
examination of effective evidence-based treatments should indicate which professional has a 
role most suited to assessing and treating specific learning disabilities in children. In addition, 
this further exploration of the field of specific learning disabilities will help to give an 
indication of resources needed may also provide indicators of whose task it is to assess and 
treat children with specific learning disabilities.
Definitions
W h a t  a r e  s p e c i f i c  l e a r n i n g  d i s a b i l i t i e s ?
The National Joint Committee on Learning Disabilities (1994, cited in Kavale & Fomess,
1999) defined specific learning disabilities as “a general term that refers to a heterogeneous 
group of disorders manifested by significant difficulties in the acquisition and use of listening, 
speaking, reading, writing, reasoning, or mathematical abilities. These disorders are intrinsic 
to the individual, presumed to be due to central nervous system dysfunction” (Kavale & 
Fomess, 1999, p 245).
There have been suggestions that the term should be expanded beyond problems rn reading, 
writing and arithmetic considering problems in other areas of development seem just as likely 
to be due to difficulties in learning (Whitmore & Bax, 1999). For example in the Interagency 
Committee of Learning Disabüities (1987) expanded the term to include specific social 
disabilities but this proved to be a most contentious point (Kavale & Fomess, 1999) and was 
later dropped from most definitions.
As many areas of disability are captured within the definition it is impossible within this paper 
to give justice to each. Thus, discussion will focus on specific reading disability, which has 
dominated the research on specific learning disabilities (Carr, 1999). Reading disabilities 
have dominated research, as reading is such an important social skill. In addition much of the 
school curriculum is dependent upon being able to read (Carr, 1999, Sharp, 1999).
39
CAP Essay
Specific reading disability is also considered the most prevalent specific learning disability.
In the United Kingdom, Lewis, Hitch and Walker (1994) found that of 1200 9-10 yr olds 3 .9 
percent had specific reading difficulties, 1.3 percent had specific maths difficulties and 2.3 
percent had difficulties in both areas. However, other researchers have suggested than m 
inner-city areas rates may be up to 10% (Rutter, Yule, Quinton, Rowlands, Yule and Berger, 
1974, cited in Adams, Snowling, Hennessy and Kind, 1999). It is clear that across aU ages of 
children this could amount to many children. This inevitably needs to be considered m 
deciding whose task it is to be involved with these children.
W h a t  a r e  t h e  t a s k s  o f  a n  E d u c a t i o n a l  P s y c h o l o g i s t ?
The British Psychological Society gives a definition of the role of educational psychologist as 
follows: “Educational psychologists are concerned with children's learning and development, 
working primarily in schools with teachers and parents. They carry out a wide range of tasks 
with the aim of enhancing children's learning and enabUng teachers to become more aware of 
the social fectors affecting teaching and learning” (British Psychological Society, 2000).
Edncational psychologists are generally employed by the Local Education Authority (LEA) 
(British Psychological Society, 2000) Educational psychologists offer a service to a limited 
number of schools and a set number of hours are allocated to each school dependent on factors 
such as size of the school and level of urban deprivation. In most local edncation authorities 
the educational psychologist to child ratio is one educational psychologist per 7-8,000 
children (Kelly & Gray, 2000). Educational psychologists are often asked to assess children 
with special educational needs in line with The Government’s Code of Practice (Kelly & 
Gray, 2000). Essentially the educational psychologists time is limited and therefore not all the 
pupils experiencing difficulties will be seen (British Psychological Society, 2000).
W h a t  a r e  t h e  t a s k s  o f  a  C l in i c a l  P s y c h o l o g i s t ?
The British Psychological Society gives a definition of the role of the clinical psychologist as 
follows: “Clinical psychologists aim to reduce psychological distress and to enhance and 
promote psychological well-being. They work with people with mental or physical health 
problems -  which might include anxiety and depression, serious and enduring mental illness, 
adjustment to physical illness, neurological disorders, addictive behaviours, childhood 
behaviour disorders, personal and family relationships. They work with people throughout the 
lifespan and with those with learning disabilities” (British Psychological Society, 2001).
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Further Exploration of Specific Learning Disabilities
Now that we have an understanding of how specific learning disabilities are defined and the 
tasks of both an educational and clinical psychologist it is important to explore what is 
entailed in the effective assessment and treatment of specific learning disabiUties. In doing so 
it should become clear whose task it is to assess and treat specific learning disabilities in
children
A s s e s s m e n t
Assessment and treatment of specific learning disabilities are dependent upon the theoretieal 
■inH^ -rpinnings of disability (Dockrell & McShane, 1993).
G o v e r n m e n t  r e c o m m e n d a t io n s
The Department of Education has developed guidelines for actions to be taken in managing 
special edncational needs inclnding specific learning disabilities. The gnidehnes are detailed 
within the Code of Practice on the Identification and Assessment of Special Educational 
Needs (Department for Education and Employment, 1994), which divides special educational 
needs into five levels. Lower levels of need are addressed by the classroom teacher and 
special educational needs coordinator. As level of need increase it is recommended that 
external services, undertake a specialist assessment. At the highest level of need it may be 
necessary to involve non-educational professionals. Given their employment by Local 
Education Authorities assessment at higher levels of need are often carried out by educational 
psychologists (Kelly & Gray, 2000).
C o g n i t i v e  P r o c e s s i n g  M o d e l s
The most convincing and popular explanation of reading difficulties concerns ‘the 
phonological core variable’ (Stanovich, 1988). This core variable incorporates two major 
theories of reading development. Phonic theory argues that children need to learn sounds 
associated with letters and then be able to combine these phonics to be able to spell and read 
whole words (Carr, 1999). Whole-language theory argues that, rather than piecing together 
individual letters or sounds, children learn to recognise whole words. Unfamiliar words are 
said to be guessed through examination of the context of the word. Both theories have shown 
validity (Snowling, 1996). Thus, Reason and Boote (1994 cited in Reason, 1998) state that “it
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is the combination of semantic, syntactic, pragmatic and phonological abilities which 
determines progress in learning to read rather than the influence of any single area” (p72).
Interestingly, poor and inexperienced readers also show a phonological deficit (Bryant & 
Bradley, 1985). This has lead some researchers to believe that specific learning disabilities 
are not a distinct clinical category but rather a group of children who show a quantitative, 
rather than quaUtative difference, on a reading continuum (Ogilvy, 1994).
Assessment based on phonological theory involves assessing why the child is expenencing 
difiiculties, how the learning process has broken down or how the process in working 
inefficiently. Once this is clear it is easier to plan treatment (Dockrell & McShane, 1993).
Norm-refereneed tests are commonplace in clinical psychology and educational psychology 
settings (Marzillier & Hall, 1999). These tests are useful to identify problems such as 
^i^or^^nrips in performance but they do not provide details about the child’s difficulty and 
how the child’s learning is different from his peers (Dockrell & McShane, 1993). 
Identification of one aspect of cognitive function being a weakness does not necessarily 
explain the child’s difficulty e.g. if a child who has difficulty reading is also found to have a 
weak memory this does not necessarily explain the child’s reading problems. Thus, norm- 
referenced tests are not helpfiil in informing appropriate treatment.
Once a learning difficulty is identified a detailed assessment establishing the nature of the 
problem is needed (Dockrell & McShane, 1993). Criterion-referenced tests provide greater 
information about what skills a child does and does not have and can thereby gmde 
practitioners what skills need to be taught in any intervention. Dockrell and McShane (1993) 
also suggest using a teach-test-teach model. This involves setting up ‘teaching experiments 
to assess how well the child can leam skills and transfer the principles to new tasks. This 
approach allows for a well-rounded assessment as conceptualisation of the learning disability 
can include information about the child, task and environment (Dockrell & McShane, 1993).
S o c i a l  F a c to r s  a n d  E m o t i o n a l  F a c to r s
In addition to direct cognitive processing explanations other researchers have suggested social 
fectors that may contribute to specific reading disabilities. Although this is an under-
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researched area (Maughan, 1994) it does appear that there are relationships between literacy 
difficulties and emotional problems. For example (Walker, Greenwood, Hart & Carta, 1994) 
states that lack of support for learning and reading in the family has been linked to long-term
academic failure.
Other children may have problems that interfere with learning, such as behavioural problems 
(Prior, 1996). Sanson, Prior and Smart (1996) reported that 36% of children with behavioural 
problems have reading problems, and 69% of children with reading problems have 
behavioural problems. The overlap between specific learning disabilities and behavioural 
problems is often noted in pre-school years and it may he that this overlap may suggest 
common causal factors whether this is environmental (e.g. femily discord) or biological (e.g. 
common neurodevelopmental pathways) (Hinshaw, 1992). Emotional responses may affeet 
the way an individual copes with their disabihty (Biggar & Barr, 1996).
Hinshaw (1992) points out other fectors that may interfere with learning. A child who is 
finding tasks or skills difficult to achieve can lose confidence, possibly becoming enmeshed m 
the ‘feilure cycle'. As the child loses confidence, they increasingly avoid tasks that involve 
the skill they are finding difficult. Consequently they minimize practice and therefore do not 
develop the skill. Their continued feilure leads to further loss of confidence, self-esteem and
motivation.
Summary and Discussion
What is clear is that specific learning disabilities may develop from factors with in the child, 
such as processing problems, or may be precipitated by additional factors such as influence 
fi^ om femily, behaviour and emotional problems (Dockrell & McShane, 1993). It is also 
apparent that through assessment of the disability involves assessing exactly where the 
learning process is deficient and where errors are occurring. Given what we understand about 
the role of the educational psychologist and the clinical psychologist (British Psychological 
Society, 2000) it appears that assessment may involve both professionals. With their 
knowledge and focus on learning it would seem reasonable to suggest that assessment of the 
disability itself is properly the task of the educational psychologist.
The contribution of social and emotional fectors suggests a role for clinical psychologists. 
Indeed, children may be referred for loss of confidence or self-esteem as the pnmaiy problem 
(Herbert, 1991) and only after assessment may specific learning difficulties be indicated. 
Administration of standardised testing may suggest discrepancies in performance but after this
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point it would seem appropriate that further assessment be undertaken by an educational 
psychologist who has expertise in this area. In this way it may emerge than assessment is 
carried out jointly depending on the balance of cognitive, social and emotional fectors
contributing to the disability,
Treatment
To understand whose task it is to treat specific learning disabilities it is necessary to examme 
the literature for what has been found to be effective. In particular it is necessary to address 
what makes the treatment effective, in terms of knowledge and resources. Exammmg the 
literature with these areas in mind should help elucidate whether the educational or clmical 
psychologist is best equipped to treat specific learning disabilities in children.
Statutory Recommendations for Treatment
In 1955 it was assumed that most of children's learning difficulties resulted fi-om early 
experiences, genetic abnormalities or poor maternal bonding (Bryans, 1985). The 1981 the 
Education Act shifted the definition of specific learning disabilities to a definition 
emphasising learning and educational disabihty. Bryans (1985), referring to specific learning 
disabilities, concluded that “from now on the main focus of intervention will be through 
education”. The 1981 Education Act's emphasis on addressing learning disabilities lead to an 
increase in the need for, and employment of, educational psychologists (Bryans, 1985). Thus 
there is a strong link between educational psychologists and specific learmng disabilities.
The Code of Practice (Department of Education and Employment, 1994) recommends that 
throughout the levels of increasing educational need, intervention should emphasise the 
importanee of using the ordinary classroom as the setting. In terms of human resources, 
implementation is seen to he the role of the class/subject teacher and learning support 
assistant. The notion that treatment should take place as far as possible in the classroom is 
supported by Ogilvy (1994) who cautions use of one-to-one teachmg m special centres 
believing they may stigmatise the child in the eyes of peers and also mean that the child 
misses out on other areas of the curriculum.
Treatment based on cognitive processing models
Hinshaw (1992) states that for specific learning disabilities “those interventions with most 
empirical justification are those that provide instruction in the precise academic skills that are 
deficient, such as phonetic word decoding or oral and written language skills. Carefully
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designed investigations using these approaches have yielded solid evidence for impressive 
treatment efficacy in children with specific reading disabilities” (p896). TTiis is consistent 
with the phonological theory. Treatments are focussed on attempts to restore lost functiomng 
through exercise, practice and stimulation of the skill (Bowers & Bailey, 2001). Two methods 
of teaching are particularly advocated. The first is phonetic teaching, which is advocated on 
the basis on the phonological deficit and involved teaching sound/symbol correspondence. 
Secondly, multi-sensory teaching which entails using all of the five senses whilst readmg e.g. 
tracing letters, spelling out loud, hearing the words being spelt and so forth (Ogilvy, 1994).
Torgeson, Alexander, Wagner, Rashotte, Voeller and Conway (2001) recruited teachers with 
at least a year’s experience in teaching children with reading difficulties and taught them a 
programme based on the phonological processing theory. Sixty children with reading 
disabilities were identified using the discrepancy definition and were all 8 -  10 years old. 
Each child received 67.5 hours of one-to-one tuition followed by 8 hourly sessions of 
generalisation training in the child’s general classroom. At the end of the intervention and at 
tivo year follow-up reading accuracy and comprehension were in the average range although 
fluency continued to be severely impaired. The authors conclude that the task of instructing 
children with reading disabilities “clearly extends beyond the educators who are charged with 
providing direct instructional services” (p56). Given the intensity of their approach this would 
seem to be a fair assessment, however, other researchers have found comparable results 
including benefits in fluency using much less labour intensive interventions.
O’Shaughnessy and Swanson (2000) compared two direct instruction methods of improving 
reading similar to those detailed. The approaches were delivered by individuals who had 
experience of working with children in educational settings but were not teachers, thus similar 
to the UK’s learning support assistant. Training in the approaches took 10 hours and was 
delivered by the first author, an assistant professor in educational psychology. The 
individuals also received weekly supervision over the six-week intervention. The results 
indicated that each approach was effective with the extent of benefit mediated by the child’s 
initial reading fluency and skill. What is interesting about this study is that it supports the 
notion that no single approach is needed and also demonstrates that effective approaches can 
be delivered by staff readily available within schools once appropriate training is given. The 
children were also taught in small groups, which is likely to reflect approaches in schools are 
thus this intervention is readily applicable. TTiis approach is therefore in accordance with the 
Code of Practice recommendations.
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O’Shaughnessy and Swanson’s (2000) findings have been supported by other researchers. 
Nicolson, Fawcett, Moss, Nicolson and Reason, (1999) identified 62 primary school children 
with a mean age of 6 years old who were at risk of reading failure as they were the poorest 
readers in their classes and performed poorly on formal reading measures. The authors were 
keen for the intervention to he a practical and realistic example of what could be achieved in 
schools during a normal school day. They recruited two teachers, without specific tiaming in 
special needs, and provided them with a manual detailing the teaching programme based on 
principles. The teaching programme was designed in four stages with aspects of 
meaning, phonics and fluency encouraged at each stage. The teachers were given minimal 
advice and were encouraged to use their own initiative. The children were taught in groups of 
four for two half-hour sessions per week for ten weeks and thus the approach equated to only 
3.5 hours a week of total dedicated teacher time.
The approach was highly effective. Forty of the sixty-two children trained were reading at the 
90*" percentile for age or higher. Just over 10 percent of the sample was still considered 
problem readers. These children were either the oldest children, or those with highest score of 
the Dyslexia Early Screening Test. In comparison to the experimental sample, a retest of the 
control sample indicated that they had M en  behind slightly more, thus the results seen cannot
be attributed to maturational effects.
Nicolson, Fawcett, Moss, Nicolson and Reason’s (1999) study also indicates the importance 
of early intervention. Other researchers have found that specific learning disabilities are more 
difficult to treat once established, especially if accompanied with behavioural problems and 
support the notion of early intervention (Hinshaw, 1992). In a meta-analysis of intervention 
studies for specific reading disabilities Swanson (1999) found that effect size was greater for 
younger children. The meta-analysis also supported the notion that a single skill deficit could 
not account for reading disabilities as combinations of instructional approaches were more 
effective than using a single approach.
Treatment of other contributing factors
O’Connor and Planta (1999) states that when children do not appear to be progressing in 
remedial programmes as well as had been hoped this may suggest unresolved problems at 
home or at school, such as associated emotional or behavioural diffieulties, and attitudes or 
approaches of parents to help the child. O’Connor and Planta (1999) argues that the whole 
femily may need to be involved and femily therapy may be needed.
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Hinshaw (1992) has found that using behavioural techniques to help motivation and address 
negative affect associated with the tasks can be an additional benefit to direct instruction but 
used exclusively has little effect. In addition, intervention focussing just on social and 
emotional correlates of specific learning disahilities have limited effect on academic ability^ 
Coie and Krehbiel (1984) examined children who were performing lower than the 36*" 
percentUe in either reading or maths and also socially rejected (as measured by sociometric 
nominations from peers and teachers). The children were randomly assigned to a social skills 
tra in in g  only Condition, an academic skills training only condition, a training m both skills 
condition or a control condition. Intervention lasted 6 months. Children receiving academic 
skills tra in in g  in isolation made academic improvements and improvements in sociometnc 
status and observed classroom behaviour. Children receiving only social skills training made 
only transitory changes in social status and no changes in academic abihty. Hinshaw (1992) 
concludes that for children with additional difficulties intervention should include direct
treatment of each problem area.
Summary and Discussion
The historical move of assessment and treatment of specific learning disabilities from 
healthcare settings into the realm of education (Bryans, 1985) appears to reflect the mcreasmg 
knowledge of cognitive processing errors in specific learning disabilities. The effective 
treatments detailed reflect the appropriateness of the shift in that treatment was based on 
remediative education. The conclusion from this is that the professional properly placed to 
treat needs to be within an educational setting to continue the philosophy on treatment. 
Again, this points to the educational psychologist. However, given the potential number of 
children with specific reading disabihties and the psychologist/child ratio it does not seem an 
achievable task for an educational psychologist to treat all children with specific leammg
disabilities.
Another important finding from the treatment literature is the emphasis on special education 
and training others to carry out treatment (Nicolson, Fawcett, Moss, Nicolson and Reason, 
1999, O’Shaughnessy & Swanson, 2000). More precisely, there is recognition of utilising 
school resources and making treatments practical for school settings (Nicolson, Fawcett, 
Moss, Nicolson & Reason, 1999, O’Shaughnessy & Swanson, 2000). This suggests that 
edueational psychologists would be more appropriately utilised in providing training and
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consultation but that specialist teachers and learning support assistants would conduct the
intervention.
There evidence suggests that early intervention is preferable before difficulties become 
entrenched or secondary difficulties emerge (Hinshaw, 1992). Ogilvy (1994) also supports 
the notion of pre-school intervention in terms of preventing reading feilure. Early intervention 
has been highlighted as a future priority area for educational psychologists (Kelly & Gray,
2000). The secondary consequences of educational failure, namely low motivation, low self 
esteem and behavioural problems may be prevented by early intervention (Ogilvy, 1994). It 
is the task of addressing secondary consequences that may be a role for clinical psychologists.
In direct treatment of the disabihty the literature has demonstrated the importance of 
knowledge of education and understanding of models of learning (cf. Dockrell & McShane, 
1993), which is primarily a task for educational psychologists (British Psychological Society,
2001). However, given the contribution of social fectors this could indicate a task for chmcal 
psychologists. As children who suffer repeated academic feilure may become psychologically 
distressed (Hinshaw, 1992) this may suggest the need for psychological therapy to alleviate 
distress and help motivation to try new approaches to learning. O’Hare (1999) states that the 
child may be referred to a child psychology service because of behavioural problems that are 
later seen to stem from specific learning disahilities. The children themselves may report 
“feelings of embarrassment, humiUation, anxiety and guilt. They can feel stupid, useless, 
frustrated and angry. They lose confidence in themselves and often they lose their friends” 
(Biggar & Barr, 1993, p268). Although not directly treating the SLD these eo-existmg 
H iffirn lties  may be addressed by a clinical psychologist with the possibility that this may have 
secondary effects of helping with the disability.
General Discussion
In discussing the argument that assessing and treating specific learning disabilities in children 
is properly the task of educational rather than clmical psychologists one can conclude that, at 
least for specific reading disabilities, there is potentially a role for both. Given the possible 
aetiologies of specific learning disabilities and the fectors affecting the development of 
disability it is possible that either educational or clinical psychologist could be involved m 
identifying a specific learning disability.
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It is important to remember that each psychologist has a specialist role (British Psychological 
Society, 2000). Throughout this paper it has been discussed that specific learning disabilities 
is a term referring to children most severely affected by not having developed a particular
skill. The most effective assessment is to determine what aspect of the skill the child is
having difficulty with and then teach that skill (Dockrell & McShane, 1993, Ogilvy, 1994). 
The overwhelming emphasis appears to be that as this is a disability of academic skill the 
most appropriate treatment is through education within an educational setting. This 
description clearly fits better with the tasks of an educational psychologist (British 
Psychological Society, 2000) than a clinical psychologist.
Clearly there may be times when both professional may be involved with the same child. For 
example, where a child is referred to a chmcal psychologist with behavioural or emotional 
problems and also has a specific learning disability. In such cases it would seem appropriate 
for good communication to ensure skill sharing rather than skill duplicating. Carr (1999) 
states that “it is essential that there be close liaison between the clinical psychologist, the 
child’s teacher, the parents, the child, and other pertinent professional (especially educational 
and school psychologists if they are involved)” (p261). An increasing level of joint working 
is being hailed as a future priority for educational psychologists (Kelly & Gray, 2000).
Research has indicated that phonological processing theory can explam normal reading 
development as well as disabilities in reading (Ogilvy, 1994). Thus all teachers of reading 
could be usefully employed to help children who are having additional difficulties. In this 
sense the educational psychologist could act as consultant and advisor. Kelly and Gray (2000) 
have stated that “consultation and problem solving is seen as an important aspect of 
educational psychology services’ work in the future” (p6). A further development in 
education may be that the role of some teachers or special needs co-ordinators be expanded to 
include assessment and treatment of specific learning disabilities. This view is supported by 
Norwich (1995) who laments the dissolution of teams of special education advisory teachers 
who with further training might have been able to fulfil this role. Norwich (1995) believes 
that educational psychologists have much to leam about the sharing and dissemination of 
skills from other areas of applied psychology.
In practice cUnical psychologists may receive referrals for assessment of specific learmng 
difficulties (Hammond-Wyatt, 2000, personal communication). When it is clear that the
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educational psychology service cannot see all children with special needs due to the high 
educational psychologist/child ratio (Kelly & Gray, 2000), it may put pressure on clinical 
psychologists to fulfil this role. However, doing so may exacerbate the situation. Kelly and 
Gray (2000) highlight how schools and parents want more access to educational 
psychologists. If there are not enough educational psychologists for need than these needs to 
be rectified. If clinical psychologists assess and treat specific learning disabilities then the 
educational psychologist/child ratio may be perpetuated. An increase in educatronal 
psychologists as consultants may enable help shape policy so all children with difficultres rn
learning to be aided.
In conclusion, it seems that specific learning disabilities should properly be assessed and 
treated within an educational settings, such as schools. For a clinical psychologrst to adopt this 
task would be to again adopt the disability as a problem of physical or mental health, which rs 
a stance that educational psychologists and the Department for Education and Employment 
have successfully fought against (Bryans, 1985).
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Through the examination of interventions that have taken place, methodological issues in 
preventative research and consideration of any concerns about, weaknesses of and threats to 
preventative interventions, it is hoped that a critical and comprehensive evaluation of the 
accomplishments and challenges in this area will be presented Reduction of conduct disorders 
\vill be determined by examining the effectiveness of prevention studies but also by 
examining the applicability of any findings in reducing conduct disorders in clinical practice. 
The evaluation will begin with an introduction to key terms and issues in the area to aid 
understanding, particularly of the seriousness of conduct disorders and the premise of 
preventative intervention. Achievements in the area will then be presented, followed by a 
critical look at some of the complications and obstacles faced by prevention science. Finally, 
the usefulness of preventative interventions in reducing conduct disorders across populations, 
rather than study samples will be considered. It is hoped that the critical evaluation as 
described will lead to conclusions being drawn about whether there really is a case for tlie use 
of preventative interventions in the reduction of conduct disorders.
What are conduct disorders?
The term conduct disorder “refers to a persistent and pervasive pattern of antisocial behaviour 
in childhood or adolescence” (Scott, Knapp, Henderson & Maughan, 2001). Manifestations 
can include violent behaviour toward peers, cruelty to animals, shoplifting, lying to parents 
and teachers, recurrent truancy, destroying property, running away, school exclusions, 
promiscuity, substance misuse and being involved in crime.
Conduct disorders are the commonest psychiatric disorder in childhood, with a prevalence of 
7% in boys and 3% in girls (Meltzer, Gatward, Goodman & Ford, 2000 cited in Scott et al.,
2001). It is also the commonest reason for referral to child and adolescent mental health 
services (Audit Commission, 1999). Conduct disorder creates great concern and cost in 
society and progresses beyond adolescence to adult pathology such as antisocial personality 
disorder (Fonagy, 1998). Scott et al. (2001) calculated the cost to public services of antisocial 
individuals compared to ‘no problem’ individuals was a mean £70, 019 compared to £7,423 
per individual by age 28 years.
What is thought to cause conduct disorders?
A number of variables are proposed to contribute to the development of conduct disorders 
such as infant temperament, parental mental health, poverty, genetic and perinatal factors.
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parental characteristics, marital discord, single parent status, attachment, disruptive behaviour 
during early school years and parenting style (Beckwith & Sigman, 1995; Campbell, 1995; 
Shaw, Gilliom & Giovanelli, 2000; Tremblay, Pagani-Kurtz, Masse, Vitaro & Pihl, 1995;).
Although many individual variables have been identified, it is now generally accepted that the 
additive effect of risk factors is a better predictor of child behavioural problems than any 
specific factor alone (Shaw, Gilliom & Giovanelli, 2000). Families with more than four risk 
factors had a 15 times greater probability of having a child with clinically significant 
disruptive behaviour than those with no stressors present (Shaw, Winslow, Owens & 
Hood, 1998).
Due to space Hmitations the contribution of early behaviour problems and parenting style will 
be focussed upon. The particular attention to these risk factors is also justified by the 
literature. Early behaviour problems are thought to account for much of the attributable risk 
of the development of conduct disorder (Shaw & Giovanelli, 2000) and parenting practices are 
thought to mediate much of the risk fi-om other variables, even social and economic 
disadvantage (Patterson, Reid & Dishion, 1992 cited in Miller, 1998). Both these risk factors 
are fi-equently targeted in preventative intervention due to their contribution to conduct 
disorders and because they are more amenable to change than some other risk factors 
(Fonagy, 1998).
Association of early problems to later conduct disorder
The primary developmental pathway for serious conduct disorders in adolescence and 
adulthood appears to be established during the preschool period (Miller, 1998). High levels 
of aggression in infency is relatively stable throughout childhood. For example, Keenan and 
Shaw, (1994) found that significant numbers of boys rated at or above the 90* percentile for 
externalising behaviours aged 2 years remained in a chnical range at age 6 and 100% of the 
sample still had score above the median score. Farrington (1994, cited in Tremblay, Masse, 
Pagani & Vitaro, 1996) has also shown that aggressive boys between 8 and 10 years of age 
hving in a poor area of London were more likely to be convicted and chronic offenders by age 
32 years.
That aggressive infants are at increased risk for developing conduct disorders may in part be 
attributable to the child’s interaction with the family (van den Boom, 1995). Parents and 
children can get caught in a coercive cycle whereby parents respond to a child’s difficult
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behaviour by escalating control attempts and the child’s misbehaviour then escalates from 
inappropriate management techniques (Campbell, 1995).
Studies of children with conduct disorders have found that their families are characterised by 
deviant parenting practices (e.g. unclear rules and commands, reinforcement of negative child 
behaviour, physical punishment and parental modelling of antisocial behaviour, cnticism, lack 
of praise, physical coercion, and inconsistent monitoring) (Miller, 1998; Shaw, Gilliom & 
Giovannelli, 2000). Counter to this association, compliant and self-controlled children 
associated with parental behaviour characterised by high warmth, firm but fair control and the 
use of explanations and reasoning (Crockenberg & Litman, 1990 cited in Campbell, 1995).
It is argued that, if introduced early enough in the child’s development, preventative 
intervention can pre-empt the coercive cycle of parent-child interaction (Fonagy, 1998). 
Eron (1990) suggests that aggressive behaviour crystallises at approximately 8 years of age 
and thus it logically follows that interventions should be focussed before this developmental 
period (Tremblay et al., 1995). Theoretically, intervention administered at a developmentally 
crucial point should alter short-term and long-term developmental trajectory of participants 
(Tremblay et al., 1995).
What is preventative intervention?
Preventative intervention is conceptually different from therapy and differs in implementation. 
Preventative interventions are generally conducted with individuals who do not show 
diagnosable disorders, by definition they aim to prevent a condition that has not yet occurred 
(Beckwith & Sigman, 1995). The aim is to increase the probability of normal development 
and decrease potential of later disorders through the targeting of risk factors that are amenable 
to change (Beckwith, 2000).
The multiple nature of risk factors provides multiple foci for prevention although most 
researchers agree that interventions aiming to change the course of disruptive behaviour need 
to modify many sources of influence that affect the development of antisocial behaviour (Coie 
& Jacobs, 1993 as cited in Tremblay et al., 1995).
What can preventative intervention offer that treatment cannot?
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The premise of preventative intervention is that prevention “results in less serious 
consequences for the family, the child, and the community than does treatment of a disorder” 
(Beckwith, 2000). Interventions to ameliorate problems once they have emerged have several 
drawbacks. Often once a family has sought help, and then once they have waited to be seen, 
they have endured the problem for some time resulting in distress and reduced quality of life 
(Offord, 1996). Few of the current treatments for conduct disorder are empirically validated 
(Webster-Stratton, 2001) and the resistance of established conduct disorder to treatment is 
well documented (Miller, 1998).
Regardless of the success of therapeutic interventions, the number of individuals who exhibit 
emotional and behavioural disorders is too large to be dealt with effectively by the current 
mental health system (Coie, 1996, Fonagy, 1998). Fewer than 10% of young children who 
need treatment for conduct problems ever receive it (Kazdin, 1995).
It is also argued that treating femilies one at a time can have limited effect given the 
magnitude of the problem of conduct disorders (Offord, 1996). Thus, a prevention approach 
aimed at making meaningful reductions in the incidence of conduct disorders is a welcome 
development (Offord, 1996).
Achievements in Preventative Interventions aimed at Conduct Disorders
In a review of 11 rigorously designed preventative interventions the general conclusions was 
that the programmes succeeded in decreasing behavioural problems, improving peers 
relations, increasing school achievement, and increasing rates of secure attachment. Examples 
of two of the studies that carefully addressed development of behavioural problems are now 
presented to illustrate the case for preventative intervention in reducmg conduct disorders
The Prenatal/Early Infancy Project (Olds, Henderson, Tatelbaum, & Chamberlin, 1986) 
addressed risk for conduct disorder through a process of prenatal home visitation or prenatal 
and infency home visitation promoting positive health-related behaviours, competent care 
giving and maternal personal development. So that the programme was seen as non­
stigmatising the programme was made available to all individuals m the catchment area, 
although women with one or more risk variables were actively recruited, such as young, 
unmarried women with low socio-economic status. The programme comprised two control 
groups receiving health and developmental screening and possibly free transport to prenatal 
and post natal appointments.
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The treatment conditions received visits from a specially trained nurse who focussed on parent 
education including parent training, improving social support and improving engagement with 
mainstream services. Mothers were encouraged to set small, achievable goals and to use 
problem-solving methods to gain control over the difficulties they encountered. One 
treatment condition had this service provided only during pregnancy and the other continued 
the service until the infenf s second birthday. Results showed significant positive results in 
many developmental domains, particularly for frunilies who received both prenatal and 
posmatal visits. (Olds, Henderson, Cole, Eckenrode, Kitzman, Luckey, Pettit, Sidoia, Moms 
& Powers, 1998).
Olds, Henderson, Cole, Eckenrode, Kitzman, Lnckey, Pettit, Sidora, Morris and Powers
(1998) conducted a 15 year follow-up of the individuals in the original study to examme the 
extent to which the programme produced a reduction in children’s criminal and antisocial 
behaviour. The most marked results were achieved for a sub-sample of children bom to poor, 
unmarried women who were visited during pregnancy and up to the child’s second birthday. 
These adolescents had fewer episodes of running away from home, arrests, convictions and 
violations of probation than did controls. They also had fewer sexual partners and used 
cigarettes and alcohol less frequently. There were no effects for initiation of sexual 
intercourse or drag use but their parents reported that they had fewer behavioural problems 
related to substance use than did parents of control children.
These results are clearly encouraging. Furthermore, the PrenatalÆarly Infancy project has 
been replicated using a population of different social class and ethnic origin and the results 
were essentially the same (Offord, 1996).
Another successful project was the High/Scope Perry Preschool Project (Weikart & 
Schweinhart, 1992) which provided weekly supportive and educational home visits to poor, 
single, low educated mothers and daily preschool for their children of for a period of 2 years. 
When the children were followed-up at age 28 years, there were lower levels of delinquency 
and crime than the control group. Further, individuals involved in the intervention were 
generally living more pro-social lives. More individuals had completed secondary and further 
education, more were employed and less had ever been arrested, when compared to controls.
These two exemplary studies with successful outcomes, follow-ups and evidence of replicable 
results and Beckwith’s (2000) favourable review of 11 studies suggests a strong case for 
preventative interventions in reducing conduct disorder. However, the case is not yet
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conclusive. Beckwith (2000) herself tempered her conclusion with some provisos. The 
applicability of preventative interventions in practice needs to be evaluated, that is whether 
preventative interventions have an impact on reducing conduct disorders outside of research 
trials, but first methodological issues will be examined.
Methodological Issues
Van Ijzendoom, Juffer and Duyvesteyn’s (1995) meta-analysis of preventative interventions 
aimed to “distill some uniform trend or estimate of the average effect” (p226). However, they 
found that the great divergence amongst strategies, designs, scope, intensity, number of 
contacts and focus of the studies complicated the conclusions that can be drawn regarding the 
case for preventative interventions in the reduction of conduct disorders. Beckwith (2000) 
also reflected these difficulties. The diversity means that no quintessential study in terms of 
targeted risk factors or components is apparent (Fonagy, 1998).
As previously stated studies with a broad focus have generally proven more effective than 
single risk factor studies (Shaw, Winslow, Owens & Hood, 1998). This means that 
effectiveness is more difficult to trace back to specific facets of the programme (Van 
Ijzendoom, Juffer & Duyvesteyn, 1995). Further, interventions are generally aimed at those 
most at risk which typically means that: “Every sample seems to be characterised by a very 
complex constellation of depriving factors, and it may be impossible to outline the population 
from which they have been drawn” (Van Ijsendoom, Juffer & Duyvesteyn, p244).
These issues create problems in the critical evaluation of preventative interventions aimed at 
reducing conduct disorders as it if difficult to determine exactly what worked and whether 
results would be replicable. For example, St. Pierre, Layzer, Goodson and Bernstein (1997) 
developed the Comprehensive Child Development Program run on 24 sites across North 
America. The aim was to provide comprehensive services to poor femilies. Intervention 
lasted from birth to preschool and the aim was to enhance normative development and help 
families avoid dependency on state financial assistance. Thus, similarities with other 
successful interventions can be seen. However, post-intervention evaluation showed no 
positive effects for families participating in the study on over 100 outcome measures 
(Beckwith, 2000).
Tremblay et al. (1995) present another example where a seemingly well designed project 
yielded relatively unremarkable results. They randomly allocated dismptive 7 year old boys
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from low socio-economic backgrounds to an experimental or control conditions. Pre­
intervention all the boys had scores at or above the 70* percentile on the disruptive behaviour 
factor on the Social Behaviour Questionnaire and were considered at risk for later antisocial 
behaviour. The experimental condition consisted of home-based parent training increasing 
positive reinforcement for pro-social behaviour, and school-based social skills training for the 
children. Post-intervention the children were followed-up annually until age 15 years. The 
treated group self-reported significantly less delinquent behaviours in all years of evaluation 
but teacher-rated disruptiveness was not different between groups. In responses about their 
parents discipline techniques their were no significant differences between the groups. No 
significant differences were found in numbers of individuals with juvenile court records.
In both these examples, the project researchers make suggestions about what may have 
contributed to the modesty of the results but they highlight problems in the case for 
preventative interventions aimed a reducing conduct disorders. As preventative interventions 
aim to alter development by changing environmental conditions this can result in more diffuse 
outcomes (Beckwith & Sigman, 1995). In addition, it may make evaluation elusive (Beckwith 
& Sigman, 1995).
The effectiveness of a therapeutic treatment can be determined by whether an identified 
disorder continues or recurs but with preventative interventions any disorder is usually 
expected to occur years after the intervention ceases. (Beckwith & Sigman, 1995). Thus, the 
determination of the effectiveness of intervention is usually made in terms of the extent to 
which optimal or normative development occurs and reduction of risk is demonstrated 
(Beckwith & Sigman, 1995) i.e. parenting skills or parenting sensitivity is objectively better. 
Although some studies have indeed shown that reduction of risk buffers against development 
of conduct disorder, such as the High/Scope and Prenatal/Early Infancy projects, research into 
long term effects has not often been undertaken (Beckwith, 2000). Even follow-up of one 
year has been infrequent (Tremblay et al., 1995). Clearly, long-term follow-up is necessary in 
demonstrating both maintenance of initial effects and demonstrating that conduct disorders are 
indeed reduced following the reduction of risk factors (Webster-Stratton, 2001).
A potentially converse problem to studies not receiving long term follow-up is reliance on 
believing long term effects will happen. Tremblay et al. (1995) state “one can easily imagine 
that effects that cannot be seen at the end of treatment (because they were not or could not be 
assessed) could be transformed into developmentally meaningful effect over the long term” 
(p561). In many cases this has been the case. In fact, the Prenatal/Early Infancy project is
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such an example, where clearly only follow-up would demonstrate reduction in antisocial 
behaivour in adolescence. However, it raises some concern when no initial effects from an 
intervention are seen but there is behef that long term effects will come. Agam, in some eases 
meaningful effects do indeed emerge over the long term despite minimal initial effects. In the 
Montreal Prevention Experiment (McCord, Tremblay, Vitaro & Desmarais-Gervais, 1994) 
implementation consisted of parent-training and child social skills training but post 
intervention m in im a l initial effects were shown. However, at 3 - 5 year fbllow-up better 
academic performance and less delinquent behaviour was reported for the treatment group. 
The concern about such examples is that one could foresee a situation where preventative 
interventions are perpetuated and replicated because everyone is still waiting and believing 
that long term effects will come but the reality is that the intervention is sunply ineffectual.
Screening for Participants
Preventative interventions aimed at reducing conduct disorders are generally selective 
preventative interventions, in that particular individuals are targeted to participate, rather than 
the programme being universal as in antenatal care for all pregnant women. The process by 
which appropriate individuals are identified creates difficulties as accuracy but also sensitivity 
is balanced (Offord, 1996).
In some studies screening may result in an over-inclusive target group in that some individuals 
identified will not develop conduct difficulties even without intervention - a false positive 
effect. Identification of individuals on the basis of risk factors may create problems as no 
single risk factor represents more than 10 - 20% of the risk (Rutter & Smith, 1995 as cited in 
Fonagy, 1998). A number of frmilies may be mis-identified or stigmatised and receive an 
intervention they have no need for (Offord, 1996). In fret, in no preventative intervention for 
reduction of conduct disorder does 100% of the control group develop antisocial behaviour 
problems which suggests that in all preventative interventions there are some people which do 
not need the intervention (Beckwith, 2000).
An alternative problem is that screening measures may be more accurate, so not misidentify 
individuals at risk, but not be sensitive enough to identify all families in need of assistance - a 
frlse negative effect. Even in well-planned studies there have been difficulties with screening 
measures. For example, in the Fast Track Program (Lochman & Conduct Problems 
Prevention Research Group, 1995) the sensitivity was only 50.9% (Offord, 1996) and in the
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Dunedin study (White, Moffitt, Earls, Robins & Silva, 1990) the accuracy of preschool 
measures at predicting antisocial behaviour in late childhood was only 15% (Offord, 1996).
These screening problems create both ethical and economical dilemmas in the case for 
preventative interventions. Is it justified to carry out a programme where some people don’t 
need it and is it wasteful of resources? Clearly, misidentification of individuals in need is not 
apparent in treatment services where help is actively sought out by those who need it. Thus it 
could be argued that treatment of conduct disorders is a more desirable option. These 
screening difficulties and other methodological issues weaken the case of preventative 
interventions in the reduction of conduct disorders. Despite these issues we must not forget 
that some preventative studies have been effective at reducing conduct disorders (Olds et al., 
1998, Weikhart & Schweinhart, 1992, Beckwith, 2000). But how do such studies fare outside 
of a research trial? Can interventions make a significant impact on reducing conduct disorders 
in clinical practice? These questions will now be addressed.
Preventative interventions in reducing conduct disorders in clinical practice
Reduction of conduct disorders within study setting only partly contributes to determining the 
case for preventative interventions in reducing conduct disorders. Given the gravity of the 
problem of antisocial behaviour, it is necessary that a critical evaluation for the case of 
preventative interventions in reducing conduct disorders consider the efficacy of conduct 
disorder reduction in practice. As Offord (1996) states: “It is one thing to demonstrate that a 
prevention program has been effective but quite another to ensure that the effective program is 
widely disseminated and maintained in other settings. Unless this occurs, the successful 
program will have no effect in reducing the incidence of the problems of interest in the larger 
society.” (p339).
The number of studies that are undertaken and yield successful results greatly outnumbers the 
projects that are adopted as standard good practice, even where the project was carried out, or 
used to inform national policy (Offord, 1996). If there is a case for preventative interventions 
in the reduction of conduct disorders why are there few programmes outside of a research 
remit? As psychologists why are few of us involved in preventative interventions?
A plausible explanation is that in planning preventative interventions there is a considerable 
lack of attention paid to how a project could be widely adopted (Offord, 1996). In fact Offord 
(1996) cites this a the major problem in the field of prevention. Consider cost as an example.
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In an entire volume on preventative interventions cost is only mentioned by one study 
(Offord, 1996). Other researchers have also noted the elusiveness of intervention cost (Peters 
& Russell, 1996). Fonagy (1998) states that in some interventions the outcome is too weak to 
yield “clinically and economically significant reductions of risk and prevention was only 
partial” (pl33). Such findings undermine the case for preventative intervention. Even in the 
most effective of projects the extent of success is not such that individuals are 
indistinguishable fi-om non-risk populations. Participants fi-om the High/Scope Perry 
Preschool Project remained more problematic when compared to non-risk children. 
Frequency of arrest was significantly less than control but nevertheless 57/6 of the 
experimental group had been arrested with an average 2.3 number of arrests. In evaluating the 
case for preventative interventions it is important to consider whether the intervention is 
economically viable and worthwhile given the effects, especially in comparison to the current 
cost of public expenditure on antisocial behaviour. Often a programme is so expensive that 
despite good results it could simply never be widely used (Offord, 1996). From 1997 - 1998 
mental health spending amounted to just £9 per child (Audit Commission, 1999) so the 
service does not currently have the financial means to unplement widespread interventions for 
behavioural problems (Scott et al., 2001).
In addition to cost, interventions that would require large amounts of training, re-organising of 
services or restructuring will be seen as unfeasible to implement (Offord, 1996) and even 
when a project is implemented in its entirety it is possible that the results will not be 
replicated. The quality of the intervention projects were maintained with great effort 
(Beckwith, 2000). The most successful projects have been directed by experienced, 
motivated, often university, researchers, with highly selected, trained intervention staff, and 
with recruitment highly monitored and evaluated (Beckwith, 2000). New staff may not have 
the vested interest, initiative, dedication, charisma and energy that staff and researchers 
involved in the original study did, what Offord (1996) refers to as a study s reliance on 
exceptional people“ (p341). Alternatively, a project managed by academics or others not 
usual members of the project setting risks not being maintained once handover to existing 
staff is attempted (Offord, 1996). Projects working in partnership with participating 
communities are successfiilly continued than initiatives that appear imposed on them (Offord, 
1996).
A further problem is getting and keeping people engaged in a programme. Boyle (1991, cited 
in Cunningham, 1996) found that a significant majority of parents of children already 
exhibiting disruptive behaviour disorders did not feel that they needed any assistance and
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were unlikely to participate in interventions offered to them. Thus, to engage families who 
are at risk but do not yet have any significant behavioural difficulties with their children is a 
much bigger challenge. Indeed, Kazdin, Mazurick and Siegel, (1994 cited in Cunningham, 
1996) found that families at greatest risk were least likely to engage in parent training and 
most likely to drop-out of interventions.
Given these challenges, it remains to be seen how efficacious preventative projects are at 
reducing conduct disorder if implemented on larger populations as part of social policy 
decisions. Based on the evidence fi-om preventative interventions in the USA, the current 
British government has launched many initiatives to reduce antisocial behaviour and social 
exclusion in high risk areas (Scott et al., 2001), for example, the Sure Start project targeting 
children aged 0-4 years and their families (Sure Start, 2002). The project has a broad aim of 
promoting physical, intellectual and social development in disadvantage areas through a range 
of services including support and education about care giving and child development. A 
particular objective is to support femilies with children with behavioural difficulties (Sure 
Start, 2002). The first phase of the projects are set to complete in 2007 (Sure Start, 2002) at 
which point it will be interesting to examine the short-term and long-term effects of this 
initiative.
Conclusions
This critical evaluation has shown that conduct disorders present a significant problem to 
society that merits the need for preventative intervention aimed at the reduction of conduct 
disorder. Our understanding about the risk fectors for development of conduct disorder has 
successfully led to preventative interventions that have indeed shown effective results at 
reducing risk and changing development. Such studies strongly endorse the case for 
preventative interventions aimed at the reduction of conduct disorders. However, it has also 
been demonstrated that the clarity of research into prevention science is often lacking and that 
complex methodological issues hamper the assertion that the case for preventative 
interventions aimed at the reduction of conduct disorders is clear cut.
Results from preventative interventions demonstrate reductions in conduct disorders but there 
is still potential for further success. Complete prevention has not been achieved and it is 
likely that a need for treatment services will continue. Effective prevention outside of 
research trials has not yet been demonstrated and many threats to this development have been 
highlighted.
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There is a case for preventative interventions aimed at the reduction of conduct disorders but 
many opportunities and challenges for the further development and strengthening of this case 
exist.
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Overview of Clinical Experience
A Brief Overview of Clinical Experience
Adult Mental Health Placement: An Overview
The adult mental health placement took place within a Community Mental Health Team. 
Clinical problems encountered included depression, depersonalisation, anxiety, obsessive- 
compulsive disorder and body dissatisfection Assessment, formulation and therapeutic skills 
using integrative and cognitive-behavioural models were developed. There was also 
experience of using standardised questionnaires as aids to assessment. Additionally, a 
psycho-educational anxiety management group was co-facilitated with a clinical psychologist. 
There was indirect experience of individuals with severe and enduring mental health problems 
and opportunity to visit different services for individuals with mental health concerns, 
including a drug and alcohol service and day centre provision. There was also opportunity to 
observe the work of a number of a number of professionals within the team. Team meetings 
and professional training events were attended and the trainee clinical psychologist was 
involved in the development of leaflets providing information about each discipline within the 
team to be circulated to service users.
People with Learning Disabilities Placement: An Overview
The People with Learning Disabilities placement took place within a Community Team for 
People with Learning Disabilities. Assessment, formulation and intervention skills using 
systemic and Behavioural approaches were acquired to address the concerns of a wide range 
of clients of different ages, including children, and ability level. There was also opportunity 
to use different assessment techniques including direct observation, searching archives and 
using formal assessments. Interventions at an organisational and individual level were 
planned and implemented. Case work included assessment of current service provision and 
recommendations for changes; work with behaviour problems; bullying and assessment of 
autistic spectrum disorders. There was opportunity to work within different settings including 
college, day centre, residential and inpatient settings. The trainee clinical psychologist 
worked with parents within their own homes and also observed further visits with the 
community nurse. Issues of differential power were considered when working with clients and 
care staff. There was considerable opportunity to liaise with staff and develop multi­
disciplinary working. Team meetings, network planning meetings and psychology meetings 
were attended as was a Makaton training event. Service related research examining referral 
rates between teams was conducted.
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Child and Family Placement: An Overview
The Child and Family Placement was a split placement between a Child and Adolescent 
Mental Health Team and a Child and Family Consultation Clinic. The caseload included a 
range of children, from early childhood to adolescence, and their families. Presenting 
problems encountered included anxiety, depression, obsessive-compulsive disorder, sleep 
disturbance, disabilities, pain, AD/HD, behavioural difficulties, autistic spectrum disorders 
and anger. Assessment, formulation and intervention techniques using cognitive-behavioural, 
systemic and solution-focussed models were acquired. Experience of using psychometric 
tests with children was also gained and there was also opportunity to conduct both formal and 
naturalistic observation within schools. There was also opportunity to conduct some teaching 
about deliberate self-harm to staff at a girls school. There was opportunity to meet with, and 
work with, different therapists including an art therapist and family therapist. Different 
training events were attended including a domestic violence training day. There was 
opportunity to observe different clinics, including and eating disorders clinic and a feeding 
clinic, and the trainee clinical psychologist was a regular participant in a neuro-developmental 
assessment clinic.
Specialist Placement 1: An Overview
The first specialist placement was spent with a Sure Start project. Sure Start projects are a 
government initiative to improve the health, education and social development of children 
under 4 years old in areas of deprivation. The placement also provided opportunity to work 
within a Primary Care setting. Sure Start works alongside other agencies in the locality and 
there was opportunity to visit these. Problems encountered included feeding, sleeping, 
developmental delay, over-activity, behavioural difficulties, parenting difficulties, anxiety and 
autistic spectrum disorder. The placement provided an opportunity to advance Cognitive- 
Behavioural and Behavioural skills and consider the challenges of working with families who 
were often difficult to engage and may experience considerable social adversity. The 
placement also provided opportunity to work with individuals from a variety of ethnic and 
cultural backgrounds. The psychological approach was influenced by community psychology 
philosophy and assessment and intervention was carried out within GP surgeries, community 
centres and families’ own homes. There was opportunity to observe a parenting group and 
co-teach about feeding difficulties and mealtime behaviour to a group of mothers of nursery- 
aged children. A workshop about neonatal behavioural assessment was attended. Experience 
was gained of writing reports directly to parents and including parents in service development.
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Older People Placement: An Overview
The Older People placement took place within a psychology department. The caseload was 
largely neuropsychological assessment of possible organic decline, including frontal lobe 
dementia. There was also opportunity to work therapeutically with clients presenting with 
anxiety and depression using cognitive therapy and behavioural therapy. There was 
opportunity to be involved in the organizational aspects of a clinical case in a residential 
home. Older people across different decades of old age were encountered. Knowledge of 
new psychometric tests was gained as were the challenges of using tests with older people. 
Skills in differentiating between organic and functional pathologies were developed. There 
was opportunity to visit in-patient settings for older people with both acute psychiatric 
problems and dementia. There was also opportunity to visit local voluntary groups providing 
services to older adults and their families. Issues of capacity and consent were discussed as 
was the application of the mental health act to older people.
Specialist Placement 2: An Overview
The second specialist placement was with a Paediatric Psychology service within a 
community hospital. There was also opportunity to be involved in specialist clinics within the 
general Child and Adolescent Mental Health Team. Assessment, formulation and intervention 
skills using Cognitive-behavioural and systemic models were further developed and applied to 
this new client group. Problems encountered included difficulties adjusting to illness 
including diabetes, asthma and cystic fibrosis, non-organic physical conditions such as tics 
and seizures, adherence issues, encopresis and chronic fatigue syndrome. There was 
opportunity to attend a ward round, general paediatric clinics, asthma clinics and the neonatal 
ward. There was also opportunity to observe the roles of hospital professionals such as Play 
Specialists and Paediatric Outreach Nurses. The placement provided experiences of working 
within a medical setting and negotiating the challenges of working with children and/or 
families who understood the presenting problem from within a medical model. The trainee- 
clinical psychologist regularly attended the multi-disciplinary psycho-social meeting where 
the psychological and social needs of children on the ward were discussed. Skills in the 
assessment of children with possible social communication disorders or ADHD were 
developed.
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Cognitive-Behavioural Therapy with a 39 Year Old White Man 
with Social Phobia: A Summary
All identifying details have been changed to preserve confidentiality
Reason for Referral
Barry, a 39 year old never married white heterosexual British man, was referred to the 
Community Mental Health Team by his GP who described him as depressed with paranoid 
thoughts and low self-esteem.
History of Presenting Problem
Barry reported that he felt depressed, anxious and lonely. He thought he was unattractive and 
boring and that other people would also perceive him this way. As such, he was nervous 
when talking to others, especially women. He worked in a computer department where he 
reported being taunted by staff from other departments for being a “computer nerd”. He was 
very upset by their comments. Barry thought that most people at work disliked him and made 
little attempt to talk to him. He though this was particularly true of female staff.
Barry reported having been bullied about his appearance throughout school. Barry reported 
that puberty had been a very difficult time for him when he had begun to dwell on the aspects 
he disliked about himself. Unlike his peers he did not form relationships with girls and this 
made him a further target for bullying. Bany began using soft drugs at school and continued 
throughout university where he started smoking heroin to which he became dependent. Barry 
found employment after university but became increasingly depressed, resigned from his job 
and became very withdrawn. He had sought help from a psychologist during this time but 
gained little benefit. Barry eventually gave up heroin and although had not used drugs for 10 
years.
Assessment
During the assessment interviews, information was gained from Barry regarding his personal 
and family history. Self-report measures indicated that Barry was moderately depressed and 
hopeless and mildly anxious. Self-report measures also suggested that he had core beliefs 
about social isolation, social undesirability and emotional deprivation. Risk assessment
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revealed that Barry had considered suicide in the past but had not made any attempts. He was 
given details of crisis response team.
Formulation
Barry’s difficulties were formulated with a cognitive-behavioural model. It seemed that 
Barry’s history had contributed to him developing negative beliefs about himself and limited 
his opportunity for positive experiences with others. Barry’s avoidance of social situations for 
fear they may end badly meant that his negative beliefs about himself were never challenged.
Intervention
The intervention was aimed at helping Barry understand the development and maintenance of 
his problems and challenge his beliefs by querying the evidence in support of the thoughts and 
also carrying out behavioural experiments. Therapy proceeded according to plan although 
Barry took an overdose of anti-histamine tablets mid-way through treatment after struggling 
with a computer project and feeling he was not making progress. This provided an 
opportunity to discuss dealing with set-backs, noticing warning signs and planning strategies 
for coping with bleak days. Barry thought he would be able to recognise future deterioration 
in mood and be able to act to prevent a crisis.
Outcome
By the end of therapy Barry reported having learnt new skills and made progress. Barry had 
become adept as using a Thought Record and challenging his thoughts. He also reported 
feeling more comfortable in his office and made an effort to eat lunch with colleagues and 
make conversation. Barry had also made contact with some local social clubs and was 
planning a ‘singles’ holiday. Self-report measures indicated reductions in depression, anxiety 
and hopelessness that were all in a mild range. Barry still reported some belief in his 
underlying schemas and it was thought that although Barry had learnt some skills to improve 
his mood he may need to re-access therapy in the future to tackle these issues.
Critique
It was thought that the predictability of the cognitive-behavioural approach fecilitated rapport 
and also enabled Barry to take control of sessions and thus help himself. Concern about
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Barry’s remaining negative core belief was discussed in relation to the pressures on the 
Community Mental Health Team.
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Using a Behavioural Approach with a 38-year-old Man with 
Severe Learning Disability and Challenging Behaviour: A Summary
All identifying details have been changed to preserve confidentiality
Reason for Referral
Simon, a 38 year old white British man with a severe learning disability, was referred to the 
Community Team for People with Learning Disabilities by the Homes Manager for assistance 
in managing his persistence in “stealing” and eating large numbers of teabags. In attempting 
to get teabags he would be aggressive and destructive. Although a long-standing problem this 
behaviour had recently increased in frequency and Simon had become dangerously close to 
choking on occasion.
History of the Presenting Problem
Simon had lived in institutional care for most of his life and some staff had known him since 
adolescence. Simon had taken and eaten teabags for as long as the staff could recall. Client 
records revealed a history of “disruptive behaviour”, distress and self-stimulatory and self- 
injurious behaviour. Incidents of Simon taking tea and coffee dated back to mid-1980s and 
consumption was often proceeded by long bouts of self-injury. Initially Simon had only taken 
a couple of tea bags which did not concern staff but the problem escalated to be large numbers 
of teabags. Management strategy at the time consisted of only providing water to drink, 
sending him to bed and administering medication if self-injury continued.
Assessment
Assessment was carried out using a behavioural approach focussing on understanding the 
reasons why the individual is behaving as they do. Details about Simon’s personal and family 
history were gathered. The presenting problem was also discussed with staff and direct 
continuous observations were made at home and day centre settings. Examination of staff 
records revealed that Simon had eaten teabags seven times in the previous year. Staff at the 
residential home thought that they could ‘feel’ when Simon was going to attempt to get 
teabags but found it difficult to elaborate on this feeling. Staff at the day centre believed that 
Simon was addicted to caffeine and were managing the problem by offering Simon a cup of 
strong tea when he approached the kitchen. This strategy was working well although there
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was concern that Simon was being wilful and manipulative and disengaging from activities 
provided. At the day centre and at home teabags were kept locked away.
Observation suggested that Simon spent large amounts of time disengaged from activity with 
little social contact. Some activities that Simon was party to did not appear to hold his interest 
or be appropriate to his ability level.
Formulation
It was proposed that Simon was using behaviour to communicate, engage staff and self- 
stimulate, to compensate for his lack of speech. Eating teabags served to engage staff and the 
ensuing struggle to prevent him choking maintained this social contact. Formulation also 
included the possibility that caffeine and the experience of discomfort were self-reinforcing 
sue to physiological sensations. Early management strategies may have maintained the 
problem by further limiting Simon’s opportunity for interaction and stimulation. The day 
centre management strategies were successful in providing interaction and experience of 
successfijl communication for Simon. That Simon disengaged from groups to seek out the 
kitchen was understood as communicating disinterest or satiation in the provided activity or 
simply that he needed prompting to return to the group.
Intervention
Staff at the day centre had done well to manage the problem but the formulation was shared 
with them to help the staff understand that Simon’s behaviour was a functional response to 
antecedents in the environment that was consequently being reinforced. Due to the risk 
associated with eating teabags staff were encouraged to continue locking them away. Day 
centre staff were encouraged to guide Simon back to group activities after having a cup of tea 
but to consider that if  he continued to ‘opt-out’ then it should be apparent that the activity was 
not serving Simon’s needs. Thus, intervention aimed to improve Simon’s involvement in 
constructive activity both at the day centre and especially at home. Further, it was suggested 
that Simon’s communication skills be assisted with augmentative and alternative 
communication techniques.
The recommendations were discussed with staff to have the opportunity to plan how they 
would put the recommendations into practice. Staff were generally responsive to the ideas 
and began thinking about how to restructure Simon’s timetable to suit his preferences.
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Outcome
Staff at the day centre hilly recognised the Simon’s behaviour was communicative and were 
try in g  to meet his needs and develop his communication. When Simon left groups staff now 
saw it as a positive development that Simon was making choices. Staff had begun to think 
about activities that Simon would enjoy. At the home intervention was less successfiil as staff 
continued to be resentful about Simon ‘making’ them lock teabags away. Staff at the home 
also located the problem as within Simon rather than within the environment and had resigned 
themselves to the problem never changing.
No further attempts to consume teabags were reported but it must be remembered that this 
was a low-frequency behaviour.
Critique
The criticisms of behavioural theory are considered but also the value of understanding the 
function of behaviour and the value of an approach immediately comprehensible to staff who 
may be responsible for acting on recommendations. The difficulties working with residential 
staff are discussed and particularly the issues of differential power between clinical 
psychology and front-line staff. The need for follow-up is also discussed.
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Intervention with a Nine-Year-Old Girl 
with Recurrent Abdominal Pain conceptualised using a 
Psychosomatic Approach: A Summary
All identifying details have been changed to preserve confidentiality
Reason for Referral
Shirley, a nine year old British girl, was referred by her paediatrician for assistance in the 
management of recurrent abdominal pain. All physiological examinations had been normal 
and the paediatrician believed there was a relationship with school term time.
History of the Presenting Problem
Shirley was reported to have had “abdominal migraine” since aged three years. Shirley’s 
mother managed her daughter’s problem by allowing her to miss school and relax at home. 
Shirley’s mother recalled how she had been made to go to school when unwell and did not 
want Shirley to have a similar experience.
Assessment
Shirley and her mother were interviewed and Shirley also kept a diary of ‘tummy aches’. 
Shirley was able to describe the pain and information about the pattern, frequency, severity 
and duration of pain was ascertained from Shirley’s diary sheets.
Details about Shirley’s birth, infancy and early childhood were gathered. Shirley had had a 
difficult birth and there had been concerns that both mother and baby would die. Shirley had 
been a “whingeing baby” and throughout childhood had found friction difficult to tolerate 
often being upset by other children and teacher’s comments. Shirley had an interpersonal 
style that was somewhat immature for age and she had commented that she did not think she 
had enough friends.
Formulation
Based on psychosomatic theory it was thought that Shirley’s difficult start in life had 
predisposed her to developing difficulties. Illness had been a dominant theme within the
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family from birth and it was proposed that this had sensitised the family, and particularly 
Shirley’s mother, to any signs of illness which were responded to by prescribing rest and 
recuperation. It appeared that this sensitivity to signs of illness and having a vulnerable baby 
generalised to concern about Shirley being upset and wanting to protect her from distress. 
The family focus on illness may have facilitated Shirley’s communication of distress through 
physical means. Shirley’s mother’s avoidance of friction within the home appeared to have 
contributed to difficulties at school where she could not be protected from ‘normal’ friction. 
As Shirley moved into middle-childhood she was under-skilled for the new challenges of peer 
relationships and repeated school absence limited school development. It appeared that 
Shirley’s abdominal pain served to communicate her anxiety about interpersonal relationships.
Intervention
Intervention focussed on teaching Shirley new skills to express her feelings. Metaphors were 
used to help Shirley understand expression of feelings. Difficult school situations were 
enacted during sessions with alternative endings role-played. Role-plays helped Shirley re­
evaluate situations and revise her cognitions. Creative strategies were also employed to help 
Shirley examine her anxious thoughts about friends and teachers. She was encouraged to test 
her thoughts and test role-played strategies at school.
Shirley revealed a reliance on her mother for removing her pain. As part of the intervention 
she was taught some relaxation and visualisation techniques to help her manage her own pain.
Outcome
At termination of therapy Shirley’s frequency of ‘tummy aches’ had reduced and she was able 
to manage any incidence of pain without medication. Over the previous two sessions Shirley 
had not missed any school. Shirley reported being more communicative with friends who had 
hurt her feelings and her mother also reported a difference in her verbalisation of feelings. 
Shirley also reported having considerably more friends.
Critique
The limitations of the work are discussed, particularly with reference to outcome measures 
and the spacing of sessions. The strengths of the work are also discussed, particularly that 
Shirley and her mother were very motivated to resolve the problem; that Shirley formed a
83
Case Report Summaries: CAF
good relationship with the trainee clinical psychologist and that creative and imaginative ideas 
were used to help psychological concepts accessible for a child.
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Behavioural Work with the Parents of a 32 month old Girl 
with Feeding Problems: A Summary
All identifying details have been changed to preserve confidentiality
Reason for Referral
Sandy, a 32 month old white British girl, was referred to the Sure Start team because of 
concerns that she was self-inducing vomiting.
History of Presenting Problem
Sandy had begun vomiting some months before assessment but with less frequency. Sandy 
had always had a poor appetite and her parents had tried to coax her to eat. She had always 
eaten a limited range and this had become increasingly narrow. Sandy’s parents had tried 
many strategies to assist with her feeding but had not been successful.
Assessment
Sandy’s parents were interviewed and a family meal was also observed at the family home. 
Details about Sandy’s birth, early development, general health and family situation were 
gathered. Assessment revealed that Sandy would also vomit spontaneously, with self- 
induction. She would occasionally complain of feeling unwell prior to vomiting but this was 
not consistent. Sandy always vomited as food was being prepared or after eating. Risk 
assessment considered Sandy to be a medium risk to herself and her GP was contacted to 
reiterate the level of concern. Sandy’s parents were asked to keep a food diary and they also 
completed a self-report measure of parenting stress. Observation of an evening meal revealed 
that Sandy was happy to eat and ate an age-appropriate amount but that she ate completely 
independently and her mother and sister discussed how little she had eaten.
Sandy had had limited investigation into potential physiological causes of her vomiting. 
Despite this, it was thought that some useful work could be done without complete clarity 
over the balance of physiological and psychological contributions.
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Formulation
It seemed possible that an infection e.g. gastrointestinal virus, had initially caused Sandy to 
vomit and that this had triggered a classically conditioned association between food and 
vomiting. As such, vomiting continued upon presentation or consumption of food after the 
virus had passed. The more Sandy vomited after eating the more foods were avoided and thus 
her range became narrower. It was also considered that self-induced incidents of vomiting 
could be a form of protest. Within a social learning framework parental behaviours can 
contribute or maintain difficulties. It appeared that Sandy’s parents had unrealistic 
expectations about how mush Sandy should be eating and often failed to attend to her cues of 
satiation. Thus, vomiting may have been operantly reinforced through the termination of 
feeding.
Intervention
Intervention included psychoeducational work about appetite regulation and sociahsation to 
the factors maintaining the feeding difficulties. Sandy’s parents were looking for practical 
ideas and thus intervention aimed to be consistent with their expectations. In addition to some 
recommendations the femily’s strengths and resources were reflected to the family to enhance 
their sense of competence and belief that ftiey could overcome the problem. In line with the 
formulation, Sandy’s parents were advised to resist coaxing and accede to Sandy’s judgement 
of appetite. There were also advised to positively reinforce eating, but without coercion, and 
also model appropriate eating at mealtimes. It was suggested that range could also be 
increased through parental modelling of eating new foods and repeated presentation of the 
new target food.
Outcome
At discharge Sandy had been vomit-free for four weeks and her parents considered that they 
had achieved their objective. They were also more satisfied by the amount she was eating. 
She had put on weight and was reported to be frequently expressing hunger which had never 
happened before. Sandy’s parents had been able to resist coaxing and had been successful in 
introducing some new foods. They were also making an attempt to eat together or at least 
have Sandy’s sister eat with her. At follow-up Sandy had been unwell and had again been 
sick. Sandy’s parents reporting having felt tempt to ‘push’ food during this time as Sandy’s 
appetite had dropped. The principles of intervention were reviewed and the family were
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advised to re-contact the service should they need fiuther help. No further contact was made. 
The family had also been sent a hospital appointment to have Sandy’s difficulties further 
investigated.
Critique
The possibility of further measures of outcome are discussed, particularly repetition of an 
observation of a meal. A further limitation of the intervention is that one assumes that as the 
family did not re-contact the service they experienced no further problems, but it may be that 
they chose not to re-engage for other reasons. A strength of the work was Sandy’s parents 
enthusiasm, motivation and the apparent lack of additional stressors.
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Assessment of a 68 Year Old Woman Presenting with 
Deterioration in daily functioning: A Summary
All identifying details have been changed to preserve confidentiality
Reason for Referral
Mrs Edwards, a 68 year old white British woman, was referred to the Older Adults 
psychology service by the psychiatry team with concern about possible cognitive deficit.
History of Presenting Problem
Mrs Edwards had been seen by the psychiatry team. Mrs Edwards’s husband had died six 
years previously and she reported having felt less happy since his death. She had presented 
with memory problems which were believed to be secondary to affective distress and treated 
with anti-depressants with no success. Mini-mental state examinations also suggested that 
Mrs Edwards was under-performing compared to pre-morbid estimates.
Assessment
Details about Mrs Edwards’s personal and family history were gathered. Mrs Edwards 
thought she had noticed changes in her functioning since her husband’s death but more so in 
the previous three years and her daughter concurred that she had noticed greatest changes in 
the previous two years. Mrs Edwards reported a deterioration in her ability to carry out 
everyday tasks such as handling money and operating household appliances. Mrs Edwards 
thought that anxiety was inhibiting her competence with everyday tasks. Mrs Edwards’ 
daughter accompanied her mother to the assessment interview and it was noticeable that she 
could provide greater detail of her mother’s difficulties.
Hypotheses
The literature on dementia and depressive pseudodementia was reviewed and it was 
hypothesised that results from psychometric testing would suggest that Mrs Edwards’ 
difficulties were explained by an underlying organic deterioration. The alternative hypothesis 
suggested that results from testing would not be suggestive of dementia but rather be more 
consistent with pseudodementia.
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Testing
Tests were selected to assess a range of cognitive functions including memory and executive 
functioning. The reliability and validity of the tests and their appropriateness for use with 
older persons was examined.
Based on pre-morbid estimates Mrs Edwards was performing below expectations on most 
areas. Mrs Edwards had a good social façade and her verbal skills well still well preserved 
but she had some difficulties naming items and had considerable difficulty reading and 
writing. Mrs Edwards had great difficulty of visuo-spatial and constructional tasks and did 
not appear fully aware of how much she was strugghng with these tasks. Mrs Edwards also 
struggled with memory tests with one memory test having to be discontinued. She also had 
difficulty with tasks of executive functioning and informer-report measures completed by her 
daughter collaborated the evidence of executive dysfunction.
Overall, Mrs Edwards pattern of results were consistent with an organic dementia.
Formulation
The apparent onset of Mrs Edwards’ difficulties following her husband’s death may be due to 
the family having more opportunity to notice deficits or simply coincidental. Mrs Edwards’s 
difficulties using everyday appliances are well understood by her difficulties on testing, 
particularly visuo-spatial and perceptual problems. It appeared that Mrs Edwards’s reports of 
anxiety were due to the increased effort required to complete tasks and the additional 
challenge each task posed.
Recommendations
The results of testing and recommendations were discussed with Mrs Edwards and her 
daughter. Recommendations were based on reducing the need for use of fimctions lost and 
optimisation of remaining functions. It was important that individuals involved with Mrs 
Edwards were aware that her social façade masked the extent of her difficulties. However, it 
was also recommended that Mrs Edwards’ relatively well preserved verbal skills could be an 
important source of self-esteem if she was included in activities using these skills. It was 
emphasised that Mrs Edwards current level of functioning was largely maintained by her 
familiarity with her environment and that, as such, any move to a novel environment should
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be avoided. Nevertheless, given her visuo-spatial difficulties recommendation were made for 
a home safety assessment to be made. Other recommendations about conveying information 
to Mrs Edwards to maximise good communication were made.
Critique
The difficulty with concluding that Mrs Edwards was dementing on the basis of only one 
assessment was discussed. The difficulty differentiating between visual and perceptual 
deficits is also discussed. The absence of measures of mood is considered as a limitation of 
the work.
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Abstract
Data about referrals routinely collected by two Community Teams for People with Learning 
Disabilities (CTPLD) were analysed by the author covering a retrospective six month period (1 
October 2000 -  31 March 2001). 457 referrals were made in that time. Each referral was 
categorised for referral source, reason for referral and to whom the referral was allocated. Data 
was analysed exploring any differences between the teams in these variables. Results indicated 
that the teams were similar in the types of clients referred to the teams. The age range of clients 
seen, the balance of males to females and the reasons for referral were similar. At both teams the 
number of referrals were proportionate to the population size. However, Teaml had a higher rate 
of referral per professional in the team. The psychology services at both teams had very high 
referral rates per psychologist and this was more pronounced at Teaml. The results have 
implications for the resourcing of CTPLDs and the practice of clinical psychologists within the 
teams and the distribution of resources across the NHS Trust. Limitations with the retrospective 
methodology are discussed and recommendations for information recording at the teams are made 
in order for fiiture research in this area to be enhanced.
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1. Introduction
The past few years have seen the publication of influential reports that have raised the profile of 
learning disabilities services and placed them increasingly higher on the agenda of commissioning 
authorities and service providers. Most recently, the publication of ‘Valuing People: a New 
Strategy for Learning Disability in the Century’ (Department of Health, 2001) sets out an 
ambitious new vision for services structured around the four key principles of rights, 
independence, choice and inclusion. Working in partnership is heavily endorsed. There is 
acknowledgment of the varying quantity and quality of service for people with learning 
disabilities across the country and the need for equality of services is highlighted.
The current project was partly precipitated by an initial review of the number of referrals to two 
different locality based multi-disciplinary teams for people with learning disabilities located 
across a large trust. Both teams (Teaml and Team2) serve a predominantly rural area although 
there are areas of significant urban deprivation. This review revealed that during 2000 the number 
of referrals to psychology at Teaml was a third greater than Team2. This finding prompted the 
need for further investigation into other differences and comparisons between the teams to 
examine whether other variations between the teams existed.
Epidemiological data about the numbers and needs of people with learning disabilities in the 
county do not currently exist. West Sussex County Council Social & West Sussex Health 
Authority (2001), has estimated levels of local need based on national prevalence figures of 
learning disability. Using national data West Sussex County Council Social Services Department 
& West Sussex Health Authority (2001) would suggest that Teaml should provide a service to 
6,180 people with learning disabilities and Team2 is estimated to provide a service to 3,850 
people with learning disabilities.
With respect to need, an estimated 20 adults with a learning disability per 100,000 of the general 
population present significantly challenging behaviour (British Psychological Society, 1994). 
West Sussex County Council Social Services Department & West Sussex Health Authority (2001) 
also suggests that 25-50% of people with learning disabilities have mental health problems and up 
to 50% have speech or communication problems.
Each Community Team for People with Learning Disabilities (CTPLD) is multi-disciplinary and 
is responsible for assessment, care management and the provision of professional and therapy 
services for people living in the community. They also provide varying degrees of specialist
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support to people living in residential placements. The teams each work with some of the most 
challenging service users. In addition, staff dispense advice and model good practice for other 
professionals working in the learning disability field.
Local services developed a Joint Investment plan (West Sussex County Council & West Sussex 
Health Authority, 2001) which states that “the community teams have many strengths but they 
lack a consistent focus” (pXLVII) and “operate somewhat differently”(pV). The two teams used 
to operate within separate NHS trusts and Team2 was significantly better resourced and funded. 
After the trusts merged this disparity remained. The Joint Investment Plan highlighted the need 
to develop a common service specification, which will include reference to role, team composition 
and service levels. It was proposed that the teams should be involved in assessment and care 
management; local service planning and commissioning; assistance for people to access generic 
services; and the provision of clinical and therapeutic services. This difference in funding, the 
suggestion that there are qualitative differences between the teams and the need to develop the 
service in accordance with government recommendations has added to the need for detailed 
comparisons of the two teams.
A literature search in the area of the functions of community teams for people with learning 
disabilities revealed limited research. Edelstein and Glenwick (1997) noted the lack of research 
exploring referral patterns for mental health services for people with learning disabilities. Their 
study examined referrals to a mental health clinic for people with learning disabilities in order to 
explore the relationship between referral source and referral reason. They found that challenging 
behaviours were the most common referral source accounting for one quarter of all referrals. 
They also found that referral reason did vary as a function of referral source.
Projects in other specialist areas have been carried out detailing the service and determining how 
well it matches Government recommendations. An exploration of the standardised data collected 
within a Child and Adolescent mental Health Service (CAMHS) was reported by Stallard and 
Potter (1999) in order to determine if existing resources were being targeted appropriately and 
being used effectively in line with the Government’s 1995 ideal model of CAMHS. The results 
provided a clear specification of the services for commissioners and suggested that the current 
service was not able to meet the needs of all children estimated to need it.
The aim of the current project was to investigate whether there were factors that could account for 
the different referral rates. Although, it was apparent that the different population sizes might be 
the only explanation for different referral rates the teams wanted to investigate the possibility of
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other differences between the teams given the difference in funding. For instance, investigating 
reason for referral may highlight disparities of local need that may not be predicted by estimates 
of need based on national prevalence figures.
1.1 Research Questions
A. General Questions
Are there differences between the teams in terms of:
1) the total number of clients referred?
2) the gender of clients referred?
3) the age of clients referred?
4) to which professionals referrals are allocated?
B. Reason for referral
Are there differences between the teams in terms of:
1) the reasons for referral?
C. Source o f referrals
Are there differences between the teams in terms of:
1) the source of referrals?
2) The proportion of internal and external referrals?
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2. Method
2.1 Design
A retrospective study of archival data routinely collected by two teams.
2.2 Participants
All referrals made and allocated to Teaml and Team2 from 1 October 2000 until 31 March 2001 
inclusive, were included in the project. Information about ethnicity and social economic status is 
not routinely gathered by the service and could not be included in the project. However, the 
great majority of the population is Caucasian (West Sussex County Council, 2001). The county 
has unemployment rates consistently lower than the national average.
222
Table 1 illustrates that staffing levels in the two teams.
Full Time 
Equivalent
Profession Teaml Team2
Psychology 1.9 (0.9 qualified) 1.6 (0.6 qualified)
Community Nursing 5.0 4.4
Occupational Therapy (OT) 1.6 (October -  February) 
I.O (March onwards)
2.1
Physiotherapy 0.1 (until December 2000) 1.0
Psychiatry 2ji 3.0
Social Work 5.0 4.0
Speech and Language Therapy (SALT) 0.8 3.2
Total 17 (in October 2000) 
16.3 (by March 2001)
19.3
Table 1. Staff Breakdown 
2.3 Instruments
The minutes from each of the teams’ allocation meetings were examined as they provided the 
information needed. In addition, Teaml routinely summarised referral information and kept these 
summaries in a ring binder. Referral summaries were also used to collect data. Client files were 
also examined when information could not be collected from the minutes or summaries. (This
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was more of an issue for Team2 where minutes are not as standardised as Teaml in the 
information recorded).
2.4 Procedure
2.4.1 Development ofa category system for referrals
To create a list of categories for reason for referral a representative from each discipline was asked 
to give information about typical reasons for referral.
Thirty cases were selected at random and independently coded using these categories by the 
researcher and another trainee clinical psychologist (see Appendix A). Where more than one 
problem was mentioned the predominant problem or issue, as indicated by the minutes or 
summary, was coded. Inter-rater agreement was 86%. All referrals were then coded in this 
manner.
Following data collection many of die categories had extremely low frequencies. Thus, similar 
categories were combined to form larger categories with higher frequencies to allow for more 
meaningful analysis (see table 2).
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Groupings of reasons for referral generated by team 
members into themes.
New term for group of reason 
for referral
• Cognitive/IQ/Psychological assessment
• Dementia Assessment
Cognitive assessment
• Autism/Aspergers Autism/Aspergers
• Behaviour problem
• SIB/Aggression
• Anger
• Inapropriate sexual behaviour
• Challenging behaviour
Challenging/Problematic
behaviour
• Bereavement/loss
• Counselling
• Relationship issues
• Sexuality
Counselling
• Depression/low mood
• Phobia
• Anxiety
• Eating disorder
• OCD/Obsessional
• Support
• Monitoring of mental health/medication
Mental Health
• Placement Issues (day/residential)
• Care Planning
• Future Planning
• Therapeutic activities/Stimulation
Placement Issues
• Communication
• Development and teaching of communication
• Expression
• Fluency
Communication
• Eating, drinking and swallowing Eating, drinking and swallowing
• Transition (from child to adult services) Transition
10 0
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• “Keeping Safe” Safety Issues
• Transport training
• Safety/Risk issues
• Housing Housing, employment, benefits
• Employment
• Advice re: benefits
• Bathing/Bathroom assessment Skills Assessment
• Kitchen assessment
• Independent daily living skills/Functional
abilities
• Handling advice Handling advice
• Seating Special equipment, aids and
• Special equipment/aids therapy
• Hydrotherapy
• Wheelchair assessment
• Psychiatry assessment Medication/Psychiatric assessment
• Medication issues
• Mobility Mobility
• Moved to area/Transfer of care Moved to area/Transfer of care
• Miscellaneous other Miscellaneous Other
• Epilepsy
• Unknown Unknown
generated by the team.
All disciplines that made or received referrals were also categorised (see Appendix B) so that 
source of referrals and to whom referral allocated could be analysed.
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Table 3 shows the information that the author recorded about each referral:
1 Client gender
2 Client date of birth
3 Client number (Teaml) or name (Team2) so that the file could be found 
if any data was missing.
4 Category for source of referral
5 Whether the referral was internal or external. (For the purposes of 
consistency Team2’s new and re-referrals were categorised as ‘external’, 
and requests for co-working were categorised as ‘internal’).
6 Category for allocation of referral
7 Whether the referral was allocated to a team member. (Rarely, the team 
decided not to accept the referral).
8 Category for reason for referral
Table 3 Data collected
2.4.2 Missing data
A category for ‘unknown’ was created for data that could not be found. Table 4 shows all the 
missing data.
Teaml (N=266) Team2 (N=191)
Date of Birth 0 14 (files could not be 
found)
Gender 0 2 (files could not be 
found)
Reason for referral 8 9
Professional group to whom allocated 1 4
Source of referral 7 19
Table 4. Missing data for six months of referrals to two CTPLDs.
2.4.3 Feedback to/from the Teams
The team were satisfied that the study did not require ethical scrutiny from the trust’s ethical 
committee (see Appendix C).
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Findings of the project are to be presented at the regular meeting for the psychologists working in 
learning disabilities in September 2001 (see Appendix D).
3. Analyses
Given the categorical nature of the data. Chi-square analyses were carried out where possible 
given the assumptions of Chi-square (SPSS, 2000).
A. General Questions
1) Is there a difference between the teams in terms o f the total number o f clients referred?
Table 5 indicates that number of referrals to each team in six months and how proportionate that is 
to the population size and team size.
Number of cases 
identified 
(expected 
frequencies in 
brackets).
Referral rate to estimated 
population size
Referral rate to total team 
size
Teaml 266 (281.4) 1 referral to 23.2 people with 
learning disabilities.
15.6 referrals to each WTE 
professional within the team
Teaml 191 (175.6) 1 referral to 20.2 people with 
learning disabilities.
9.9 referrals to each WTE 
professional within the team
Table 5. Number of referrals; ratio to population size and team size in two CTPLDs.
A Chi-square test indicated that the number of referrals observed at each team was not 
significantly different from the expected number of referrals (%^ , (1) = 2.187, p=0.139).
103
SRRP
2) Is there a difference between the teams in terms o f the gender o f the clients referred? 
Table 6 gives details of the clients at each team.
Teaml Teaml
Number Percentage Number Percentage
Males 160 60.2 97 51.3
Females 106 39.8 92 48.7
Table 6. Gender of clients at two CTPLDs.
A Chi-square test indicated that there were no significant differences in the gender of clients 
referred to each team (1) = 3.503, p=0.061).
3) Is there a difference between the teams in terms o f the age o f clients referred?
Table 7 shows details about the age (in years) of clients referred to both teams.
Min Max Mean Standard
Deviation
Teaml 4.9 81.7 34.5 17.4
Teaml 4.85 81.3 34.8 16.9
Table 7. Details about age at two CTPLDs.
A Mann-Whitney U test indicated that there was not a significant difference between the teams in 
terms of the age of clients seen (Z= -.087, p=0.931)
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4) Is there a difference between the teams in terms o f to which professionals the referrals are 
allocated?
Table 8 indicates the number and percentage of referrals allocated to each professional group.
Discipline Number and percentage of referrals
Teaml Team2
Psychology 49 (18.5%) 30 (16.0%)
Nursing 44 (16.6%) 52 (27.8%)
Occupational Therapy 63 (23.8%) 39 (20.9%)
Physiotherapy 12 (4.5%) 16 (8.6%)
Psychiatry 38 (14.3%) 9 (4.8%)
Social Work 41 (15.5%) 26 (13.9%)
SALT 18 (6.8%) 15 (8.0%)
Total 265 187
Table 8. Comparisons of the number of referrals to each professional 
group
A Chi-square test indicated that there was a difference between the teams in terms of the 
professionals allocated referrals (6) = 20.118, p=0.003). The largest differences are for 
number of referrals to psychiatry, physiotherapy and nursing.
Examining the number of referrals to each professional group may mask the differences between 
the teams as it does not take account of the number of professionals within each discipline. Table 
9 indicates the number of referrals per whole time equivalent of a professional from a given 
discipline. This illustrates that there are differences between the teams in terms of the number of 
referrals per whole time equivalent of a given profession.
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Discipline Number of referrals per whole time equivalent of discipline
Teaml Teaml
Psychology 24.5 18.75
Nursing 8.8 11.8
Occupational Therapy 39.4 (based on October to 
February figures)
18.6
Physiotherapy *(12) 16
Psychiatry 14.6 3.0
Social Work 8.2 6.5
SALT *(18) 4.7
Asterisks (*) indicate no whole time professional exists for this discipline and thus data 
would be meaningless. Total number of referrals the physiotherapist and speech and 
language therapist has been added so comparison to the WTE at teaml can be made.
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B. Analysis o f Types o f Referral
1) Is there a difference between the teams in terms o f the reasons for referral? 
Table 10 shows the reasons for referrals for both teams.
Teaml Team2
Cognitive Assessment 13
4.9%
10
5.2%
Parenting/Child Protection 8
3.0%
2
1.0%
Autism/Aspergers 8
3.0%
4
2.1%
Challenging/Problematic Behaviour 55
20.7%
40
20.9%
Counselling 14
5.3%
12
6.3%
Mental Health 16
6.0%
11
5.8%
Placement Issues 23
8.6%
13
6.8%
Communication 15
5.6%
8
4.2%
Eating, drinking and swallowing 7
2.6%
5
2.6%
Transition 8
3.0%
8
4.2%
Safety 5
1.9%
9
4.7%
Housing, employment and benefits 3
1.1%
4
2.1%
Skills Assessment 18
6.8%
13
6.8%
Handling Advice 15
5.6%
6
3.1%
Special equipment and aids 12
4.5%
10
5.2%
Medication/Psychiatric assessment 10
3.8%
1
.5%
Mobility 7
2.6%
5
2.6%
Moved to area/Transfer of care 9
3.4%
5
2.6%
Miscellaneous Other 12
4.5%
16
8.4%
Unknown 8
3.0%
9
4.7%
Table 10. Reasons for referral at both teams.
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A Chi-square test indicated that there were no significant differences in the number of referrals to 
each category of problem {'ff, (19) = 17.786, p=0.537).
C  S o u r c e  o f  R e f e r r a l
1) Is there a difference between the two teams in terms o f the source o f referrals?
Table 11 shows the numbers of referral fi*om each source category. Referrals fi*om psychology; 
speech and language therapy; physiotherapy and occupational therapy were combined into a 
‘Therapies’ category due to small numbers.
Source of Referral Teaml Team2
Number Percentage Number Percentage
Nursing 17 6.4% 21 11.0%
Psychiatry 28 10.5% 24 12.6%
Social Work 70 26.3% 29 15.2%
GP 24 9.0% 6 3.1%
Private Sector 6 2.3% 7 3.7%
Voluntary Sector 1 0.4% 15 7.9%
Paediatrician 13 4.9% 5 2.6%
Social Services 
Residential and Day care
14 5.3% 21 11.0%
Family 4 1.5% 7 3.7%
Education 7 2.6% 9 4.7%
Unknown 7 2.6% 19 9.9%
Inpatient 63 23.7% 5 2.6%
Other 1 0.4% 8 4.2%
Therapies 11 4.1% 15 7.9%
Total 266 100% 191 100%
Tablel 1. Source of Referrals for two CTPLD referrals over a six-month period
A Chi-square test indicated that there were significant differences between the teams in terms of 
the source of referrals made (%^ , (13) = 98.266, p=0.000).
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2) Is there a difference between the teams in terms o f the proportion o f internal and external 
referrals?
Figure 1 illustrates the difference between the teams in terms of the percentage of internal and 
external referrals (actual numbers in brackets).
I<u
CL
Team
I 1  Teaml
I |Team 2
internal external
Internal/External?
Figure 1. Proportions of internal and externals referrals to two CTPLDs over six months.
A Chi-square test indicated that there were significant differences between the teams in terms of 
the proportion of internal and external referrals {ff, (1) = 15.316, p=0.000).
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2) Is there a difference between the teams in terms o f the proportion o f internal and external 
referrals?
Figure 1 illustrates the difference between the teams in terms of the percentage of internal and 
external referrals (actual numbers in brackets).
(192)
(104)
(87)
(74)
Figure 1. Proportions of internal and externals referrals to two CTPLDs over six months.
A Chi-square test indicated that there were significant differences between the teams in terms of 
the proportion of internal and external referrals (x ,^ (1) = 15.316, p=0.000).
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4. Discussion
The results have suggested on the whole the two teams examined were alike. The “somewhat 
different” operation of the two teams does not appear to be as significant as thought. The relative 
similarities of the teams are in accordance with the Government’s recommendations for equality 
of services across the country.
A .  G e n e r a l  I s s u e s  ( q u e s t i o n s  f r o m  s e c t i o n  A  c a n  b e  s e e n  in  t a b l e  1 2 )
In the current project the ratio of referrals per professional at Teaml was higher than at Team2. 
Lam & von Adendorff (1988) suggested that the number of professionals fi-om each discipline 
working in multidisciplinary teams does not appear to be guided by “the likely number of referrals 
appropriate to each profession” (p8). In the current study the number of professionals in teaml 
does not appear to reflect the population size and the number of referrals. This could create stress 
and role-overload, which has been found to be a contributing factor in burnout amongst learning 
disabilities staff (Dyer and Quine, 1998).
The psychology service at both teams had a very high number of referrals per psychologists in 
post. This may suggest that the psychologists need to reflect on their role. High numbers of 
referrals may lead to long waiting lists, which have been linked to “staleness and burnout” (p i7) 
in psychologists in the NHS (Alexander, 1992). It may be that the small number of psychologists 
in an MDT means that they should not be major service providers within the team (Alexander, 
1992). Rather, the primary role of psychologists as consultants, advising on patient care and 
training and supervising other professionals has been promoted (0vretveit, Brunning & 
Huffington, 1992, Searle, 1991).
At Team2 it appeared that a very small proportion of referrals went to psychiatry. Although it is 
possible that Team2 has less need for psychiatry assessment and intervention it seems more likely 
that this reflects an under-recording of psychiatry referrals in the minutes. Discussion with Team2 
supported this assertion as there is on-going confusion as to whether psychiatry is part of the 
MDT or merely linked to it.
B .  A n a l y s i s  o f  T y p e s  o f  R e f e r r a l  ( q u e s t i o n s  f r o m  s e c t i o n  B  c a n  b e  s e e n  in  t a b l e  1 2 )
The percentages of referrals for each reason was similar for both teams. Challenging behaviour 
was the most fi-equent reason for referral. Referrals for communication and mental health are 
under-represented at both teams, according to West Sussex County Council & West Sussex
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Health Authority (2001) estimated figures but it may be that these emerge after intervention has 
started. Alternatively, it may be that these figures are over estimated.
At Teaml more of the referrals to nurses are for challenging/problematic behaviour than at 
Team2, accounting for almost half of their caseload. Dealing with challenging behaviour is 
associated with staff stress (Chung, Corbett & Cummella, 1995). This has implications for the 
health of staff, particularly at Teaml, and the best way of managing job stress. Dyer and Quine 
(1998) found that staff stress was best reduced by increasing support.
C. Source o f referral (questions from section C can be seen in table 12)
Teaml received a larger proportion of referrals from Tnpatient’ sources and Team2 received more 
referrals fi-om Voluntary Sector sources. This may reflect differences in the way that people with 
learning disabilities were moved from institutions into community accommodation (cf. West 
Sussex County Council Social Services & West Sussex Health Authority, 2001). The large 
proportion of referrals from Tnpatient’ sources at Teaml is likely to relate to the teams close 
proximity to inpatient bungalows which were built to replace an institution. Informal discussion 
with Teaml revealed that the old institution housed many people with learning disabilities who 
were not originally local to the area. When the institution closed many people were moved to 
community settings in their home towns. However, many of those individuals who could not be 
moved to community settings did not return to their home towns and have instead been housed in 
the inpatient bungalows. Thus, this type of accommodation is over-represented in Teaml area and 
houses many more people, than similar accommodation in the Team2 area.
The higher number of referrals from social work at Teaml are less easily explained. One 
possibility is that social workers were the greatest source of unknown referrals at Team2. 
Team2’s recording process meant that source of referral was often missing from the minutes.
At Teaml most of the referrals were external whereas at Team2 nearly half were external. It may 
be that the high number of external referrals deters the professionals referring internally not 
wishing to further overload their colleagues. One can speculate that the pressure of more new 
referrals may make it more difficult for professionals in Teaml to engage in long term work with 
existing clients and it may be that discharges are higher at Teaml in order that new referrals can 
be accommodated. This would be an interesting issue to investigate in future research.
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5. Limitations
Firstly, this study was limited by its retrospective nature. Through the process of a problem being 
recorded a number of sources of bias could occur. These sources of bias may not have been equal 
in each team. Information loss or inaccuracies may have occurred in the recording process.
Secondly, missing data is also always a problem with retrospective studies (Schwartz & Panacek, 
1996). In the current study missing data was not random as it occurred much more frequently in 
Teaml due to their recording procedures. This limits the rehability of any results found. 
Throughout the results the frequency of ‘other’ or ‘unknown’ occurs more frequently for Teaml 
due to differences in the team’s recording processes. It was difficult to collect much of this 
information from Teaml minutes or client files due to their less structured recording system. This 
raises a potential area of discussion for both teams regarding how they co-ordinate their record­
keeping. This is of particular importance for the psychology service given the British 
Psychological Service guidelines on record keeping.
Other limitations include the number of referrals included in the project. Analysis was limited in 
the current study due to small numbers in cells. Increasing the data period to twelve months 
would yield more referrals. This would add validity to any findings and also allow for more 
statistical analysis of the data. For example, it would be interesting to investigate the same issues 
looking at each discipline in each team separately, rather than the whole team. In addition, twelve 
months would represent a whole financial year and may provide usefiil data for service 
purchasers.
6. General Discussion
Despite the hmitations the current project has provided information that will be helpful for 
clinical, service managers and commissioning authorities. The similarities between the teams in 
terms of Ibe service they provide has provided useful information to use in discussions with 
service purchasers and address the use and distribution of existing resources. The number of 
referrals per psychologist has implications for the way they work. The number of referrals per 
professional at Teaml has implications for staff stress and burnout that may affect the clinical 
psychologists role in terms of the support and supervision offered to other staff (Alexander, 1992). 
In addition, the information is useful in comparing the current service against the government 
recommendations and planning for any changes that need to be made.
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Therefore in the future it is proposed that both teams agree on using the same terms and categories 
to limit bias. This would help eliminate any possibilities that the results merely reflect differences 
in terminology used on minutes and referral summary forms and increase the reliability of the 
results. It would be useful to the teams if minutes and referral summaries were standardised in 
such a way to allow them to be used for research as a secondary role, particularly in view of the 
Government’s emphasis on evidence-based practice (Department of Health, 1998).
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Appendix A Thirty example referrals matched to referral categories
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Problem as recorded in minutes/referral summary
Respite care
Category assigned
Respite/Daycare
Advice to carers on behavioural management. Infrequent outbursts 
of noisy, agitated, verbally abusive, mild temper tantrums.
Behaviour problem
Removing himself form wheelchair when out, by snapping groin 
straps open by pushing against them (not strong enough to hold 
him) due to his strength it can be very difficult to get him to return 
peacefully to his wheelchair!
' Behaviour problem
Personal relationship counselling. Inappropriate behaviour. 
Sexually abused as a young child in care.
Relationship issues
Limited verbal communication. Difficulty expressing her needs and 
takes a long time to say what she wants. (Name) suggested a 
communication passport may help her.
Expression
He speaks in a very quiet voice mostly with single word phrases, 
but at time of anxiety speaks loudly and clearly uses phrases that 
have obviously been said to him over the years. It would be helpful 
for the staff at (name) to have some guidance on how best to 
develop his verbal skills and communication.
Development and
teaching of
communication
Mobility limited. One leg shorter than the other. OT assessment 
required for possible daytime activities for (name).
Therapeutic activities
Recent residential move into home-finders placement. Needing 
guidance and advice in supporting Mr (name) towards increased 
independence utilizing kitchen equipment. Safety being the main 
concern.
Independent daily 
living skills/Functional 
skills
Unresolved anger and grief over mother’s death last year -  needs 
counselling.
Bereavement/loss
Need for day care. Keen to attend (name) Hall (horticulture). Respite/daycare
Recent panic attacks Anxiety
Support with epilepsy Epilepsy
(Name) needs urgent support and advice re: sexuality anc 
contraception
Sexuality
(Name) needs a safe sturdy and comfortable lounge chair. Seating 
Challenging behaviourChallenging behaviour -  physically aggressive to mother whilst 
driving etc.
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Support for (name) and his family. Autistic spectrum disorder. Autism/Aspergers
Elderly parents in their 80s. Need to plan for future care needs. Future Planning
Transition planning. Leaves xmas 2000! May need additional 
services to those in place.
Transition
(Name) needs an independent living skills assessment prior to 
seeking appropriate accommodation. To include risk assessment 
and recommendations for care input.
Independent daily 
living skills/functional 
skills
Homeless Housing
Assessment/Advice re: sexual assault -  anxiety trauma. Six months 
since incident but ongoing problems. ? Autistic
Anxiety
Visually impaired. No speech. Difficulty expressing his needs. 
Uses signs and gestures -  some are his own adaptations. Gets 
frustrated when he cannot make himself understood. (Name) thinks 
a communication passport would help.
Expression
Advice re: protective helmet Special equipment and 
aids
Moved to community placement in out area -  transfer of care. Transfer of 
care/Moved to area
Bath assessment because bath is too low and thus it is potential 
hazard in relation to manual handling.
Bathing/Bathroom
assessment
Support using public transport. Transport training
(Name) exhibits violent behaviour, particularly towards one other 
service user, when excited he appears to target certain individuals 
deliberately. Most other residents fear and avoid him.
Challenging behaviour
Violence to service users. Challenging behaviour
Medication change -  thioridazine. Medication issues
Severe disruption/manic behaviour. Throwing objects, pushing 
people. Requesting behavioural assessment.
Challenging behaviour
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Appendix B Sources of referral/ To which professional referral was allocated.
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• Psychology
Community Nursing 
Occupational Therapy 
Physiotherapy 
Psychiatry 
Social Work
Speech and Language Therapy (SALT)
GP
Private Sector 
Voluntary Sector 
Paediatrician
Social Services (SS) Residential/Daycare 
Family 
Education 
Inpatient
Other (including legal department and where a person was named but this person 
could not be identified as belonging to another group)
Unknown (where professional could not be identified from minutes or file)
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Appendix C Ethical Approval Form
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Service Related Research Project 
Ethical Scrutiny Form
The nature o f the proposed project is such that I am satisfied that it will not require scrutiny 
by the trust’s ethical committee.
Name o f Supervisor:  .sTAllAMalW.
Signature of Supervisor: .....
Name of Trainee:...........................................................................
Title of SRRP: .... ..............................................................................
 ^  rr:¥rq... IL  i W > . C ^ .  t;{ /X ^ ^ A c :? S .... S>Ja) . /.ù £ &  i
D ate:......................................................................
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Appendix D Letter confirming the results were circulated
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o s a  TRUST
12 October 2001
^ ~ S S r S = t 2 ?=
referral”
Mmy thanks for (fiscussing your findings.
Best wishes.
O,
i n v e s t o r  i n
Qualitative Research Project
Investigating Partner’s Perceptions of the 
Effects of Clinical Training on Social Time
July 2002 
Year Two
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1. Introduction
Research into the impact of occupational stress on femilies is based on the premise that any effect 
that work stress has on an individual’s functioning will carry-over to behaviour at home and thus, 
in turn, impact on all members of the family (Perry-Jenkins, Repetti & Crouter, 2000).
Time-based difficulties or long working hours are the most commonly cited cause of marital 
conflict (Swanson & Power, 1992). Alexander and Walker (1996) assessed the impact of work on 
the welfare and functioning on the spouses and families of 400 police officers. Most spouses 
reported that family relationships had been adversely affected by police work. Examination of 
the aspects of the work that were particularly disruptive showed that long hours, cancelled annual 
leave, and officer’s inabiUty to switch off were seen to have a harmful effect on the marriage, 
health of spouse, and particularly social life.
Swanson and Power (1999) examined stress and satisfection in dual-doctor partnerships. They 
predicted that work would substantially intrude into family life, given the level of commitment, 
time and energy needed for the job, levels of emotional commitment required, and the demands of 
being on-call. Work was considered a source of conflict within relationships. In particular, work 
encroaching into family time was a major source of conflict. Encroachment of work was 
manifested as number of hours worked and time spent on call, both of which did correlate with 
extent of work stress.
The present study aims to add to the research on occupational stress by examining the effect of 
studying for a clinical psychology doctorate (known as clinical training) on the social time of the 
spouse/partner of trainee clinical psychologist, which has as yet not been examined.
A qualitative perspective was used as structured, quantitative research has been criticised for 
giving relatively little sense of the intricacies of people’s lived experiences (Coyle & Rafalin, 
2000). Swanson and Power (1999) also found this is their study which used both quantitative and 
qualitative methodologies. They concluded that quantitative methods were often insensitive to the 
experience of the doctors and that the themes identified in the narratives of those interview often 
provided a better insight into the individual’s experience.
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2. Method
2.1 Participants
Each of the four researchers contacted a personal friend who was a trainee clinical psychologist at 
clinical training courses to which the researchers had no connection. When contacting these 
friends each researcher gave a consistent description of the study. The friends were requested to 
ask colleagues on their training course to participate in the research.
Each personal friend asked one person who, in each case, showed interest in the research and 
approached their partner to participate. All partners agreed to participate and were thus contacted 
directly through exchange of details through the mutual friend first contacted.
2.2 Procedure
Participants were interviewed in their homes. All signed a consent form which provided details of 
confidentiality and completed a brief background information questionnaire. A semi-structured 
interview was then conducted, consisting of open-ended questions supplemented by requests for 
clarification and probes (e.g. can you tell me more about that?’). The interview schedule was 
constructed with the aim of letting the participant tell their own social time story and to allow 
them to give expression to the experience.
The main content areas of the schedule were as follows: amount and quality of social time, social 
time spent alone, social time spent as a couple, social time spent with others, changes in use of 
social time, planning of social time, contribution of clinical training to current descriptions of 
social time, any desired changes to description of social time\ The interviews were audio­
recorded and transcribed verbatim^.
 ^A copy of the interview schedule can be found in Appendix A 
 ^A copy of a participant’s interview transcription is in included in Appendix B
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2.3 Analytic strategy
Interviews were transcribed and subjected to interpretative phenomenological analysis (IPA)^
Good qualitative research should be open about its process of analysis (Smith, 1996 cited in 
Golsworthy & Coyle, 1999). It is therefore useful to outline the analytic procedure systematically. 
The first step involved each researcher repeatedly reading the longest transcript and making notes 
on each about key ideas, comments and summary statements. For this transcript groups of notes 
were then condensed to form initial themes, with care being taken to ensure than these themes 
were consistent with and could be illustrated by the data. The second step was to look for 
connections between initial themes which could be grouped together to form superordinate themes 
and labelled to capture the essence of the constituent themes. This first participant was then a 
template in the analysis of the subsequent transcript. The original list of themes was used to code 
the other interviews, adding or elaborating superordinate themes in the process. New themes were 
checked against earlier analysed transcripts to check the genuineness of their ‘newness’ and 
merged with existing theme if they did not appear to be original after this check.
2.4 Evaluation o f the Research
2.4.1 Validity
Due to the many differences between quantitative and qualitative research the same evaluative 
criteria can not be used for both (Henwood & Pidgeon, 1992 as cited in Coyle & Rafalin, 2000). 
Elliot, Fischer and Rennie (1999) suggested several criteria for assessing qualitative research 
amongst which is the criterion of persuasiveness by “grounding in examples” which is applied 
through an inspection of interpretations and data. In this paper, interpretations are illustrated by 
extracts from the data set (to the extent that space permits), with the aim of allowing readers to 
assess the persuasiveness of the analysis for themselves. This also increases the transparency of 
the analytic process and allows the analysis to be open to evaluation by readers^.
2.4.2 Reliability
Inevitably the subjectivity of IPA raises questions about the issue of reliability. Different 
researchers may notice different aspects of a data set or interpret the data differently. In the 
current study all four researchers took responsibility for making notes on the transcripts and then 
met as a group to discuss the formation of initial themes and superordinate themes. This process
 ^For a summary of the epistemology of IPA see Appendix C 
Note that the names of the participants, and any other named people or places have been changed 
to preserve confidentiality
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reduced the risk that the final analysis arose from an idiosyncratic framework and indeed 
enhanced understanding of the transcripts as discussion allowed each researcher to consider the 
data set from different perspectives.
2.4.2 Researchers Stance
The researchers’ interpretative framework was shaped by each of the four researchers being in the 
second year of clinical training and each having co-habiting partners who were not doing clinical 
training. All researchers had a perception that the pressures of training had affected their social 
time with their partner which had shaped their curiosity in the research question.
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3. Analysis
3 .1  D e m o g r a p h i c  i n f o r m a t io n
Table 1 details the demographic information of the participants
Gender ratio 3 male, 1 female
Age Mean 34.3yrs (range 27 - 51yrs, SD 11.4yrs)
Education 3 at degree level or higher, 1 left education at 16yrs with no formal 
qualifications
Employment All currently employed, 2 private sector professionals, 1 public sector 
professional, 1 armed forces personnel.
Relationship
status
All co-habiting, none married, no children
Relationship
length
Mean 6.1yrs (range 1 - llyrs, SD 5.1yrs)
Table 1 Demographic details of the participants
Due to space limitations, the key findings of the analysis are summarised and one of the most 
salient superordinate themes (Course Factors affecting Social Time) is presented and interpreted. 
Table 2 (overleaQ details the eight super ordinate themes which emerged from the data, with a 
brief description of the nature of the component themes and example quotes from the data set. As 
can be seen from table 2 the data provided a wide range of information on social time and the 
issues related to it. The theme of ’Course Factors Affecting Social Time’ relates most closely to 
the original research question. This super ordinate theme and it’s component sub-themes was also 
frequently mentioned by most, if not all, participants and thus best conveys a shared experiences 
across the participants. This theme shall now be explored in more detail.
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3.2 Course Factors affecting Social Time
AU the participants referred to clinical training directly affecting social time in some way. In 
general this impact appeared to be negative. For example, participants used terms such as “eats up 
into private time” (Ulysses) and “mess up plans” (Ulysses).
In particular, all participants referred to how heavy work loads would interfere with the ability to 
organise and plan events. For example, Sarah:
“If we try and plan to go home then I don’t feel like I can say ‘yes we will 
definitely be there’ as I don’t  know when John’s deadlines are for work, or if 
he needs a weekend to do research or write an assignment”.
In this case it appeared that Sarah’s social time was constrained by John’s workload and that her 
freedom to make arrangements as and when desired was restricted. This sentiment was also 
reflected by Joe, referring to he and his partner:
“we have to plan everything now, because she’s more 
engaged in things that she’s doing, work or work-related things, 
we have to plan things. There’s less ad hoc activities”.
In Joe’s statement there is a sense of some spontaneity having been lost in their social time and 
that he directly attributes that to the effect of the demands of clinical training. This sense of 
clinical training being an obstacle in the planning of social time was also reflected by David who, 
referring about his partner’s workload, stated:
“We have to really be careful. We can plan to go out for a night or a day, 
but it’s difficult to plan anything for more than a day”.
For all the participants their comments suggested a sense of inconvenience, disruption and 
restriction but Joe also hinted at more significant effects:
“Some holidays have been, not ruined that would be too much, 
but she’s not enjoyed them, she’s taken the holiday at the wrong time”
In the context of the interview “wrong time” was interpreted as a time when coursework demands 
were particularly high. Although Joe says “not ruined” it seemed that he was construing
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something similar, a sense that social time, in this case a holiday, was spoilt by the impact of 
clinical training.
The comments from the participants echoes the findings of other researchers who also found that 
long hours worked by spouses was a factor contributing to disruption of social life (Alexander and 
Walker, 1996). Furthermore, the comments of the participants are similar to Swanson and 
Power’s (1999) results from their study of working medical doctors that on-call commitments 
made it difficult to maintain a regular social life or plan holiday arrangements.
Clinical training impacting on the planning of events is an overt example of how clinical training 
impacts social time. However, even when social events were planned, the demands of clinical 
training appeared to intrude. Most of the participants made reference to how clinical training 
could covertly affect time by pre-occupying the thoughts of the trainee partner during the social 
time that the couple spent together. For example, David referring to his partner:
“She can’t  go away for the weekend with work to do because she won’t relax”
Furthermore, even during unplanned social time the participants reported their partner’s 
preoccupation with thoughts of clinical training. It appeared to the researchers as though 
participants felt that the clinical training was omnipresent in their, and their partner’s lives and 
that this compromised the quality of their social time even when the amount may be less affected.
David: “because of bringing work home, it’s there all the time. We’ve not often been out driving, 
laying in bed or getting up in the morning and she’s not mentioned work”
Ulysses, referring to how he remembers what it was like being a student “there’s always, 
in the back of your mind, something you should be doing”
Joe: “it’s not the amount of time, it’s the time you’ve got when there’s not one
eye on deadlines and work”.
David: “Bringing home so much work, it’s all around her. If she left it at work 
and didn’t bring it home, she could get away from it”.
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Preoccupation with work has been found in previous research. Alexander and Walker (1996) 
found that spouses of police officers reported the officer’s inability to ‘switch off as having a 
harmful effect on the couple’s social hfe
The omnipresence of the clinical training course linked to participants reports of the effects of 
stress experienced by their trainee partners. The effects of the partner’s stress appeared to affect 
the participants’ perceptions of the quality of their social time. It seemed that the stress 
experienced by the trainee permeated the work-home barrier and was transferred to their partner. 
For example;
David: “If she’s stressed over work when I’m home it’s not good quality time”.
Joe: “the real negative bit is the stress and the getting the work done and 
that has been, on occasions, extremely stressful. It would be all-night working 
and ‘phone calls. Frenzy, stressed frenzy”.
This transfer of stress from work to home and from partner to partner has been found by other
 ^ 1 TT>  ju. 1 r \ r \ o \researchers (iviarsnaii ana oarncii,
Despite the negative impact clinical training appeared to have on social time the participants were 
able to provide an alternative view. It appeared that the afore mentioned preoccupation with the 
course and demands of course workload also provided social time opportunities for the trainee. 
For example:
David: “To an extent it is handy with her workload because I can concentrate 
on my hobby when she’s doing her work”
Joe, referring to the course “It gives me more time to go to 
the gym and things like that, and see my friends”.
Thus, it appeared that participants could see that having a partner doing clinical training had some 
beneficial effects on their social time. Other researchers have found that work provided gains for 
the couple (Marshall and Barnett, 1993). In addition, in some cases this appeared to protect the 
participant from the effects of clinical training. For example:
Ulysses: ‘Well I’m alright. I just go and play golf’
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Joe “ifs  quite nice sometimes that I’m not having to do a lot”.
In the above example, Joe is again talking about how the course affects the planning of events but 
now seems to be able to positively reffame this situation.
4. Discussion
The purpose of the present study was to understand the effects clinical training had on the social 
time of the partners of clinical psychology trainees. The analysis indicates that the participants 
perceived that the course demands had affected their social time, particularly their ability to plan 
time and the quality of that time. The current findings are in accordance with the previous 
research showing that an individual’s fiinctioning can be affected by their experiences at work and 
that these effects can also transfer to the individual’s home situation (Alexander & Walker, 1996; 
Marshall & Barnett, 1993; Perry-Jenkins, Repetti & Crouter, 2000; Swanson & Power, 1999). It 
appears that findings from other research suggesting that long hours, inability to ’switch o ff, and 
heavy workload affect the partner’s well-being and social life (Alexander & Walker, 1996; 
Marshall & Barnett, 1993; Perry-Jenkins, Repetti & Crouter, 2000; Swanson & Power, 1999) are 
also apparent in the lives of couples where one individual is undertaking clinical training.
However, it is interesting to note that although the trainees workload appeared to cause disruption 
no indicators of resultant relationship conflict emerged from the transcripts, which is cited in 
previous research (Alexander & Walker, 1996; Swanson & Power, 1999). The participants 
appeared to tell stories of frustration and inconvenience but not conflict. There maybe several 
possibihties for this. Firstly, it may be that the participants in the study were from relationships 
that were low in conflict related to work issues. Previous research has shown that negative 
outlook on life can be a confounding factor in studies of occupational stress (Watson & Clark, 
1984 cited in Swanson & Power, 1997). In the current study researchers did interpret some of the 
participants’ reports as indicating that they were able to see the course in perspective to the other 
areas of life. The verbal reports were also interpreted as indicating positive and negative 
personality traits which then affected the participants’ reports of their social time. Thus, it could 
be understood that the current participants differed in their outlook to participants in previous 
research. Participants may differ in other ways to previous research, such as length of relationship 
or presence of children.
Research has shown that stress transfer can be moderated by personality, coping style, social 
support and relationship quality (Perry-Jenkins, Repetti & Crouter, 2000). It appeared that the
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participants’ held cognitively balanced outlooks (both positive and negative beliefs) about the 
clinical training experience which helped moderate the transfer of stress and this may provide an 
explanation as to why a sense of conflict was not seen in the participants’ narratives. Further 
support for this notion was seen in other super ordinate themes interpreted from the transcripts but 
limitations on space did not allow more themes to be discussed fiirther.
Another possibility is that lack of reported conflict is a facet of the limitations in the methodology. 
For example, the interview schedule’s explicit focus on social time rather than relationship issues 
may have limited the participants’ opportunity to discuss conflict. However, examination of the 
eight themes shows that the participants did include information outside of the specific interview 
question, thus the schedule was clearly not too directive or restricting. It may also be the case that 
friends of the researchers may have contacted colleagues whom they knew to be in non-conflictual 
relationships. Relationship quality is reported to moderate stress transfer (Perry-Jenkins, Repetti, 
& Crouter, 2000).
Alternatively, although the researchers did not know the participants or their partner’s, it may be 
that knowing that the researchers themselves were trainee clinical psychologists affected the 
participants telling of their stones. It may be that the participants were keen not to fully disclose 
the full extent of the effect of clinical training in order to be seen more favourably by the 
researcher, to be seen as tolerant partners and to persuade the researchers of the stability of their 
relationship. Thus, a social desirability effect. These considerations need further investigation. 
Future projects examining this area of research may need to consider changes to the methodology 
in light of these issues.
Swanson and Power (1992) highlighted the importance of their research in considering the impact 
doctor well-being and that of their families may have on patient care. In the current study, despite 
the limitations in methodology and generalisability, the analysis may have implications for the 
well-being of trainees and their partners and families. Training courses may need to be aware of 
impact of training on the frmily of the trainees when organising the pastoral care of their trainees, 
particularly given the potential impact these issues may have on client care and therapeutic 
relationships.
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Appendix A - Interview Schedule
Opening Statement:
“Wq are interested in exploring how your free-time is affected by having a partner who is a 
clinical psychology trainee. By free time, we mean the time you spend with your partner, time 
you both spend with your mutual friends, time you spend with your friends, and time you spend 
alone”
1) Tell me about your free time now that you have a partner who is a trainee clinical 
psychologist.
(Prompts: what about amount of time, quality of time, how it’s changed, planning social
events/free time, hobbies you’ve had/would liked to have had)
(Also prompt if no positive/no negative effects are mentioned, and ask about these)
2) In what way has the clinical training contributed to the situation you have just 
described?
(Prompts: for example the workload, ‘head-space’, stress, any fectors apart form clinical training 
that have contributed)
3) Would you like to change anything about the situation we’ve just talked about?
(Prompts: what about amount of time, quality of time, planning social events/free time, hobbies)
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Appendix B - interview transcript
Interview with UIvsees
Interviewer: We are interested in exploring how your free time is affected by having a partner 
who is a clinical psychology trainee. By free time, we mean the time you spend with your partner, 
time you both spend with friends, time you spend with your friends, and time you spend alone. 
Okay?
Ulysees: Yes
Interviewer: So could you tell me about your free time now that you have a partner who is a 
trainee clinical psychologist.
Ulysees: Erm....Basically time hasn’t really changed much. Basically, er, there’s a lot more 
emphasis on work outside of hours than, erm, before my partner was a trainee clinical 
psychologist. As an assistant it was a lot more nine to five, after hours work tended to finish 
whereas now there’s coursework and general work to be done out-ot-hours which eats up into 
private time.
Interviewer: Right, so how has the quality of time been affected?
Ulysees: Erm, I don’t think it has really. Um, I think you, it doesn’t really make any difference if 
you have fours hours a night or half an hour a night, the quality doesn’t really change.
Interviewer: So although the amount of time has changed it hasn’t really affected the quality of 
time.
Ulysees: No
Interviewer: What about planning your free time. Has it had any affect on how you can plan 
events, or plan what you’re doing, say for next weekend?
Ulysees: Yeah, I don’t think that, erm, we plan very well actually (laughs). I think that both me 
and my girlfriend tend to organise things and then, er, sort of assume that your partner’s free. I 
sort of forget that my partner’s got to do stuff and make or accept invitations on behalf of both of
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us. So, yeah, I think if tilings are planned then it’s okay but as I said before if there is coursework 
and stuff it’s an undefined thing. You can either finish it quickly or, you, it can take much longer 
than you think, so it does sort of leave, er, a certain x-fector which can sometimes mess-up plans.
Interviewer: And what about perhaps hobbies or activities which you’ve been involved in?
Ulysees: Well I’m alright. I just go and play golf in place (laughs).
Interviewer: And how has that been affected by having a partner who is a trainee clinical 
psychologist?
Ulysees: It hasn’t at all. Basically, I think my partner understands that freetime is a necessity and 
that also understands that while she’s doing work, say at the weekends it is not particularly easy 
for the partner to be there all the time as well because either a) partner gets on your nerves or b) it 
could get a bit boring if partner’s working hard and you could resent it.
Interviewer: We talked a bit about golf but are there other hobbies that perhaps you used to have 
and don't have now, or things you would like to be doing, or is that not really applicable to you?
Ulysees: No, I don’t think so. If I wanted to do something then I’d probably still do it I’m just 
too lazy (laughs). More lazy than I used to be.
Interviewer: I wondered if perhaps you could sum up any positive effects on you freetime now 
that you have a partner who is a trainee clinical psychologist, and any negative effects if at all?
Ulysees: It’s very difficult to say ’cos I’ve only started living with my partner, or spending a 
significant amount of time with my partner since she’s been on the course so it’s difficult to gauge 
what it would be like if she had more of a job rather than a job and a university life as well, so it’s 
difficult to say.
Interviewer: Of the kind of situation which you described about your freetime, you talked a bit 
about the effect of coursework. In what other ways, if at all has the training contributed to that 
situation which you described?
Ulysees: I think remembering myself when I was doing my degree it is very difficult to switch off 
the whole time you are doing it. There’s always, in the back of your mind, something you should
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be doing. Whereas having a job it’s a bit more Monday to Friday and you can switch off at the 
weekends. It’s better now at this point in the course. I think my partner has realised how things 
work and maybe is a bit more relaxed than she was in the first year but there’s the underlying, sort 
of, thing that is that you don’t switch off at the weekends. All the time you’ve got to think about 
it.
Interviewer: Are there any things apart from chnical training that might have contributed to the 
situation you’re describing?
Ulysees: Well no, I think that also during clinical training apart from academic work the work on 
placement, changing every six months, it’s a kind of fluid situation. You don t, my partner 
doesn’t, get a chance to settle down. Not only do you physically move you have to change how 
you get to work and think about than and the personnel changes. It must be difficult moving 
every six months because when you first get to a job it takes you a while to settle in so you must 
be on edge generally, for a quite a while, for a substantially large amount of the year, trying to 
settle into each placement and just as you do settle in you have to move to another one.
Interviewer: And outside of the academic work and the placement work and the thmgs related to 
clinical training are there other factors which could have contributed to effects on your freetime?
Ulysees: Erm, I don’t think so no. I think, erm, again it’s, sort of say, there’s no real control.
Interviewer: You’ve talked quite a bit about the effect on free time generally and the effect on 
time you spend with your partner. What about the other areas? Say, with friends or alone?
Ulysees: Yeah, obviously if there is more time spent doing work at the weekend then you have to 
condense the amount of time you have seeing other people just by nature that there is less time in 
the year to see those people. You do have to strike a balance between being together and going 
out rather than just being together while the partner is working. And also meeting up with mutual 
friends and my partner’s ffiends. So it does condense it and you have to try and be a bit more 
organised, which can be a good and bad thing (laughs).
Interviewer: Okay. Thinking about what you’ve told me about your free time, is there anything 
you would like to change about the situation?
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Ulysees: Well no. I think it’s free will. You go into a course knowing it’s going to be hard work 
and, erm, so I think you have to take the rough with the smooth and be positive. It’s only three 
years, if it was the rest of your life you might question it but as it’s only three years if it’s what 
your partner really wants to do and you’re fully supportive in that then there s no real problems. 
Not actually being on the course myself it’s very difficult to pinpoint areas. You could say ’Oh I 
wish we could do this, I wish we could do that’ but then I’m not part of the course so it’s difficult 
from the outside to make value judgements.
Interviewer: Is there anything else you would like to contribute to our discussion about your free 
time?
Ulysees: No, I don’t think so.
Interviewer: Thank you. It has been very nice talking to you.
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Appendix C - Summary of IPA
IPA is a version of phenomenological methodology which accepts the impossibility of gaining 
direct access to a research participant’s ‘real’ life. IPA aims to explore the participants’ 
cognitions and beliefs about their experiences in a systematic way. Although an individual’s 
thoughts are not considered transparent from analysis of the verbal reports, it is assumed that 
meaningful interpretations can be made (Smith, Flowers, & Osbom, 1997 cited in Golsworthy & 
Coyle, 1999). However, IPA also recognises that the researcher’s world view is likely to 
influence their perspective of the participants story, and that their interaction with the participant 
may influence the participant’s narrative. As a result, the phenomenological analysis produced by 
the researcher is always an interpretation of the participant’s experience (Willig, 2001) - “a co­
construction between participant and analyst ” (Osbom & Smith, 1998, p67, cited in Willig, 2001).
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Abstract
Title
Parents of Children with Diabetes: Is there a relationship between the illness representations 
of parents of diabetic children and the femily management of diabetes?
Objectives
To examine parents’ beliefs about diabetes, using Leventhal, Nerenz and Steele’s (1984) 
concept of illness representation, and the relationship between those beliefs and their diabetic 
child’s adherence to tiie diabetes regimen.
Design
A cross-sectional questionnaire study assessing parental beliefs and reports of their children’s 
diabetes-related behaviours.
S e t t i n g
Three paediatric diabetes clinics in the South-east of England 
Participants
Parents (n = 86) of children aged over 4 years who had been diagnosed for more than three 
months and were without concurrent serious illness or learning disability.
Measures
The main outcome measures were the Illness Perception Questionnaire- Revised (IPQ- 
R)(Moss-Morris, Weinman, Petrie, Home, Cameron & Buick, 2002) for assessment of 
parents’ illness representations; and the Summary of Diabetes Self-Care Activities (SDSCA) 
(Toobert, Hampson & Glasgow, 2000) for assessment of adherence. Physiological measures 
of diabetes control and nurse ratings of diabetes management were also included.
Results
Some of the parents’ beliefs about diabetes related to children’s adherence to some of the 
lifestyle aspects of the diabetes regimen. However, the results were not in line with previous 
research on illness representations in diabetes.
Conclusions
Overall, adherence and metabolic control amongst the sample was very high and the 
limitations of the research are considered but also the possibility that this represents the
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success of the multi-disciplinary teams. As the results were anomalous to previous research 
several implications for future research are made.
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1. Introduction
The management and control of many chronic illnesses are often dependent on the patient’s 
ability to adhere to the medical regimen. In diabetes the medical regimen is complex and 
requires the patient to co-ordinate medical tasks and lifestyle to optimise control of their 
condition (Diabetes Complications and Control Trial, 1993). The difficulty in doing this 
means that adherence is often poor (Sehroff-Pendley, Kasmen, Miller, Donze, Swenson, & 
Reeves, 2002). Failure to adhere risks considerable medical complications and even death 
(Diabetes Complications and Control Trial, 1993). As such, research has focussed on 
attempting to understand, and finding ways to improve, non-adherence (Johnson, 1992). 
Incidence of diabetes in children is increasing (Metcalfe & Baum, 1991) and thus there is 
additional impetus to examine factors related to adherence. In childhood diabetes it is the 
parents who often assume all, or most, responsibility for managing the condition (Anderson & 
Brackett, 2000). This study aims to contribute to, and develop, the existing research on 
adherence in childhood diabetes by examining parents’ beliefs about diabetes. The existing 
research and relevance of beliefs in adherence will be reviewed shortly, but first the nature of 
diabetes and the issues surrounding adherence will be discussed.
1.1. Description o f diabetes
Diabetes is an illness characterised by insufficient insulin production by the pancreas or the 
insufficient use of available insulin by body tissues. Insulin governs the absorption of glucose 
into muscle and fat cells and as such, insufficient insulin availability or its inefficient use 
results in abnormally high levels of blood glucose (hyperglycaemia) which spills over into the 
urine (Johnson, 1992).
1.1.1 Types o f diabetes
There are two different forms of diabetes. Type I diabetes is characterised by complete 
pancreatic failure, abmpt onset of symptoms, and proneness to ketoacidosis (accumulation of 
ketones in the blood due to metabolism of fats rather than glucose) which risks coma and 
death. Daily insulin injections are necessary for survival. Onset typically occurs during 
childhood or adolescence. Symptoms of this form of diabetes usually fit the classic picture of 
excessive thirst, eating and urination (Johnson, 1992). Type II diabetes typically occurs in 
obese adults although is becoming increasingly frequent in children as childhood obesity 
increases (Ehtisham, Barrett, & Shaw, 2000). The classic signs and symptoms are not always 
present. In many cases Type II diabetes can be managed by weight reduction and diet 
modification but insulin injections may be required (Johnson, 1992).
151
Major Research Project
1 .1 .2  A e t i o l o g y  o f  d i a b e t e s
The aetiology of diabetes is not completely understood. There appears to be a genetic 
component to both types. It has been hypothesised that Type I diabetes is an autoimmune 
disease in which anti-bodies attack the pancreas, destroying the insulin-producing beta cells 
(LaPorte and Cruikshanks, 1985). On average the pancreas may continue to produce insulin 
up to fifteen months after diagnosis but this eventually stops (Shroff-Pendley et al„ 2002). 
Type II diabetes is associated with a series of risk factors, including family history and 
increasing age but the most significant factor is obesity (Hampson, 1995).
1 .1 .3  P r e v a l e n c e  a n d  i n c id e n c e
Overall, Type II diabetes is more common, accounting for 90 -  95% of all case, but in 
children Type I is more common peaking in incidence at age 1 1 -1 2  years (Karvonen, Vijk- 
Kajander, Moltchanova, Libman, LaPorte & Tuomilehmehto, 2000). At least 20,000 
individuals in the UK under the age of twenty have Type I diabetes which is a prevalence rate 
of 0.14% (BDA, 1995). The number of young people under 16 years old with diabetes has 
almost doubled over the past decade for 7.9 to 13.5/100,000 per year (Metcalfe & Baum,
1991). It is now the third most common chronic condition in children after asthma and 
cerebral palsy (Karvonen ei ai., 2000).
1 .1 .4  R i s k s  a s s o c i a t e d  w i th  d i a b e t e s
The complications that may result as a consequence of the diabetes can potentially increase 
morbidity and mortality. Even short-term complications associated with diabetes such as 
hyper- or hypo-glyeaemia can cause unwanted symptoms and even coma and death if left 
untreated. Hyperglycaemia can result in sleepiness, headache, nausea and ketoacidosis. 
Hypoglycaemia can cause dizziness, headaches, and impaired motor and cognitive 
functioning. In the long term chronically raised blood glucose levels are associated with 
increased risk of retinopathy (a leading cause of blindness), nephropathy (a leading cause of 
kidney failure), peripheral vascular disease (associated with gangrene and limb amputations), 
heart disease, hypertension and stroke (Diabetes Complications and Control Trial, 1993).
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1.2 Diabetes management
Maintaining a near normal blood glucose level reduces the incidence of diabetic complications 
(DCCT, 1993). Even in puberty and adolescence good metabolic control significantly reduces 
retinopathy in early adulthood.
To achieve near normal blood glucose requires the co-ordination of several behavioural tasks. 
On a daily basis the patient needs at least one insulin injection. Frequent small meals and 
snacks, carbohydrate based, should be consumed at regularly spaced intervals throughout the 
day and certain foods (high in concentrated fat) should be avoided. Regular exercise in 
considered important as it tends to increase insulin sensitivity (Salans, Knittle & Hirsch, 1983) 
but must be coordinated with food consumption so as to avoid episodes of hypoglycaemia. 
As this cannot guarantee normoglycaemia the patient must also be alert for signs of 
abnormally low or high blood glucose by testing their blood two to four times a day.
1.2.1 Psychological Impact o f diabetes management
The demands of coping with a complex and lifelong regime can impact on an individual’s 
quality of life (Cox & Gonder-Frederiek, 1992) and psychological well-being (Bradley, 1994). 
People respond to diabetes in very different ways. Some people do extremely well, while 
others are constantly sick and evidence numerous adjustment problems. As such the 
importance of psychological feetors in diabetes care has received considerable research 
interest (Johnson, 1992). Furthermore, depression is three times more common among people 
with diabetes than the general population (Peyrot & Rubin, 1997). Depression results in more 
negative appraisals and lower activity levels; therefore people who are depressed are less 
likely to engage in self-management activities (Hampson, Glasgow & Strycker, 2000).
1.2.2 Psychological impact o f diabetes management in families
In families, diagnosis of diabetes can have a profound effect on the parent-child relationship. 
Having to give painful finger-pricks to a child, who does not understand why, may threaten 
the infant’s development of a trusting relationship with caregivers (Andersen & Bracket, 
2000). Hatton, Canam, Thome, and Hughes (1995) found that parents reported feeling a 
diminished bond with their children and a loss of the ideal mother-child relationship. The 
demands of the diabetes regimen may make it difficult for parents to leave their infant in the 
care of another and put the infant-parent relationship at risk for over-dependeney (Andersen & 
Bracket, 2000).
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1.3 Adherence to diabetes regimen
The psychological impact and the complexity of the treatment regimen is often associated 
with poor adherence (Griva, Myers & Newman, 2000, Warren & Hixenbaugh, 1998, Shroff 
Pendley et al, 2002). Non-adherenee to medical treatment in chronic illness can have serions 
consequences for health and substantially increase the costs of health care (LaGreca & 
Schuman, 1995). The increasing costs of diabetes and the implications of poor management 
have led to the development of a National Service Framework for diabetes (Department of 
Health, 2000).
1 .3 .1  D e f i n i n g  a d h e r e n c e
Conceptually, adherence or compliance has been difficult to define operationally. As diabetes 
care is multi-dimensional, involving many different practices many researchers have adopted 
the term ‘self-management’ rather than adherence or compliance. The much cited definition 
of compliance is the “extent to which the patient’s behaviour (medication and lifestyle 
practices) complies with medical or health advice” (Haynes, Taylor & Sackett, 1979, p i-2). 
This definition fails to consider the many facets of diabetes care and also suggests that there is 
a standard upon which to compare an individual’s behaviour to determine their adherence. 
Yet with diabetes, as previously discussed, the regime consists of caretul balancing and co­
ordinating of different elements rather than a specific behaviour to simply follow. The term 
self-management therefore overcomes the inadequacies of the earlier definition. Self­
management is not considered absolute rather there are levels of self-management. Goodhall 
and Halford (1991) define self-management as “a set of skilled behaviours engaged in to 
manage one’s own illness” (pi). This concept allows behaviours to be assessed without the 
need for a clear prescription when one is not available (Glasgow, Wilson & McCaul, 1985) 
and means that patients are not fitted into a diehotomous conceptualisation as ‘good’ or ‘bad’ 
adherers. Furthermore, the different aspects of the regime can be assessed independently, as 
global indicators of adherence could be misleading. However, in this study the terms self­
management and adherence may be used interchangeably, especially when referring to a 
parent’s management of a child’s diabetes when the term self-management could be 
confusing.
1 .3 .2  M e a s u r i n g  d i a b e t e s  s e l f - m a n a g e m e n t /a d h e r e n c e
The effectiveness of diabetes self-management has been primarily measured through self- 
report about aspects of the regime and physiological measures of metabolic control. 
Glycosylated haemoglobin (HbAlc) is a marker of average blood glucose over the previous 2 
-  3 months. HbAlc levels are frequently cited in the literature as a standard by which to
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assess levels of self-management with normalised blood glucose equated to high levels of 
self-management. However, there are problems with this. Because such measures provide an 
average they fail to take into account how much of the time glucose levels are near normal. 
Furthermore, feetors other than self-management have been shown to affect HbAlc. These 
include stress (Cox & Gonder-Frederiek, 1991) and hormonal changes such as during puberty 
(Anderson, Millar, Auslander, & Santiago, 1981). Better self-management in dietary intake 
and insulin dose are better predictors of HbAlc level than other areas of management such as 
blood glucose testing. HbAlc indices can also vary between laboratories due to differing 
techniques. Thus, it is not unusual for psychosocial variables to be predictive of self­
management behaviours but foil to predict blood glucose control (Glasgow, 1991; Johnson,
1992). Johnson (1994) argues that health behaviours should be assessed directly rather than 
inferred from HbAlc levels.
Self-report measures are a more direct measure of an individuals’ adherence to a regime but 
they too have been criticised, particularly for their susceptibility to social response bias. For 
example, individuals may actively prejudice their responses so as to appear more competent or 
more adherent or may simply fail to accurately recall (Rapoff, 1999, Johnson, 1992). 
Johnson, Tomer, Cunningham, and Henretta, (1990) state that the accuracy of self-report 
measures is improved if participants are asked about specific behaviours over a set time 
period.
Self-report measures are more able than glycosylated haemoglobin (HbAlc) levels to reflect 
the complexity of diabetes regimen (Johnson, 1994). In general, self-report measures are the 
simplest and least expensive method for assessing adherence, and can be easily incorporated 
into clinical practice. Adherence to all aspects of the regimen can be assessed, many of which 
cannot be measured by other ‘objective’ methods (Quittner, Espelage, levers-Landis, and 
Drotar, 2000). For example, Toobert, Hampson and Glasgow’s (2000) Summary of Diabetes 
Self-Care Activities Questionnaire -  Revised has separate subscales for different self­
management activities. This is advantageous as level of adherence for one self-management 
behaviour is not necessarily related to adherence level of other self-management behaviours. 
Adherence to dietary and exercise recommendations -  the ‘lifestyle’ aspects self-management, 
tends to be poorer than adherence to medication aspects (Johnson, 1992). This is largely due 
social pressures, for example pressure to eat when offered food, or eating inappropriate food 
when with others (Johnson, 1992).
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Quittner et al/s (2000) consideration of different sources of information about adherence 
concluded that self-report measures were the best way to identify barriers to good adherence, 
but that additional sources of information, particularly more objective sources offered the 
most optimal approach to measuring adherence.
L3.3 Adherence in adolescence and childhood
Adolescence has been highlighted as a particularly critical time for the development of self­
management behaviours that may persist through adulthood (Shroff Pendley et al, 2002). 
However, a study by Davis, Delamater, Shaw, La Greca, Eidson, Perez-Rodriguez, and 
Nemery, (2001) study shows that there are a significant number of children with poor 
glyeaemie control contradicting common beliefs that adherence problems only emerge in 
adolescence. In their study of 4-10 year old children with diabetes, parent reports indicated 
that 16% had overall adherence ratings in the poor range and 18% had poor metabolic control. 
Kovaes, Goldston, Obrosky, and Iyengar, (1992) stated that, based on their own patients, 50% 
of child patients will become non-adherent to the point of endangering their health. 
Significant adherence problems have also been noticed by other researchers (Quittner et al, 
2000). Therefore younger children and their parents may benefit from interventions to 
improve their health care behaviours and glyeaemie control, thus affecting long-term health. 
In fact, interventions provided during this period could have a lasting effect ameliorating the 
expected worsening of adherence and glyeaemie control during adolescence and potentially 
avoid the development of complications.
1.3.3.1 The importance ofparents in supporting the diabetes regimen o f a diabetic child 
The complexity of the regime means that children with diabetes need the consistent support 
and assistance from parents or other adults in order to adequately execute the regime. 
Andersen and Bracket (2000) state that when the child is primary school age and younger it is 
the parent(s) or caregiver(s) who become the real ‘patient’. There has been increasing interest 
in the relationships between parents’ adaptation and the adjustment of their children to their 
own chronic illness and the demands of its treatment (Florian & Elad, 1998). From a systemic 
perspective, an individual’s environment plays a pivotal role in his or her disease 
management. The individual’s family play an integral role in encouraging and providing 
support for treatment-related behaviours (Shroff Pendley et al., 2002). Families may 
encourage the adoption of more adaptive illness representation through their coping and 
modelling (Lau, Quadrel & Hartman, 1990).
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1.4 Improving adherence
The identification of specific barriers to good diabetes management enables treatment 
regimens, or efforts to improve control, to be tailored to the individual’s needs. With respect 
to diabetes management, research has shown that the knowledge, beliefs and behaviour, both 
of people with diabetes and of the health care professionals involved in diabetes management, 
can influence style of diabetes care (Bradley, 1994). Measurement of psychological processes 
can be highly illuminating when it comes to understanding the reasons for problems with 
diabetes control. For example, if patients with poor diabetes control are well informed about 
diabetes and its management then their diabetes control would probably not be improved by 
giving them more information.
1.4.1 Influences on children's adherence
Much research has suggested that parents can be influential on children’s diabetes 
management and metabolic control. Parents have been shown to be influential through their 
direct input into diabetes management and also more indirectly through the effect of family 
dynamics. Firstly, the impact of knowledge about, and responsibility for, diabetes care will be 
examined.
1.4.1.1 Management o f diabetes and parental knowledge o f diabetes
As children’s knowledge of diabetes is limited by their cognitive developmental level, parents 
necessarily play a significant role in the management of their child’s disease. Adequate 
patient (or parent) knowledge about diabetes is deemed important because of its presumed 
relationship to compliance or adherence (Johnson, 1994). LaGreca, Follansbee and Skyler 
(1990) found that children’s knowledge about diabetes was unrelated to metabolic control, 
whereas mothers’ knowledge was positively associated with both adherence and metabolic 
control.
1.4.1.2 Management o f  diabetes and responsibility fo r  regimen
Research has also shown that preadolescents who assume greater responsibility for diabetes 
care are generally in poorer glyeaemie control than their peers who have more parental 
support for diabetes responsibility (LaGreca, Follansbee, & Skyler, 1990). Parental 
involvement in blood glucose monitoring has been shown to support more frequent 
monitoring, which is associated with better metabolic control (Anderson, Ho, Brackett, 
Finkelstein and Laffel, 1997). LaGreca, Follansbee and Skyler (1990) reported that children 
aged 7 - 1 1  years who had poor metabolic control were those who had most responsibility for
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their diabetes care whereas those with good control were those whose parents took 
responsibility for self-management.
Although in adolescence the child takes an increasing responsibility for their diabetes, 
research has shown that the less the parents are involved the worse the control (Gowers, 
Jones, Kiana, North, & Price, 1995). White, Kolman, Wexler, Polin, and Winter (1984) found 
that lack of parental involvement in diabetes care was a common feature of children who were 
frequently re-admitted to hospital due to ketoacidosis and whose control was generally poor. 
Liss, Waller, Kennard, Mclntire, Capra and Stephens, (1998) found that diabetic adolescents 
that came from less supportive family environments had diabetic children who were more 
frequently admitted to hospital for diabetic ketoacidosis. Excessive self-eare responsibility or 
unclear accountability for self-care relative to psychological maturity is associated with high 
risk of poor treatment adherence, inadequate diabetes control and more frequent 
hospitalisations (Wysocki, Taylor, Hough, Linschied, Yeates, & Naglieri, 1996). In contrast, 
continued parental involvement in the daily regimen, even into adolescence, has been linked 
to better overall adherence and metabolic control (Anderson, Ho, Brackett, Finkelstein & 
Laffel, 1997).
1.4. L 3 Management o f diabetes andfamily support fo r  diabetes regimen 
La Greca, Auslander, Greco, Spetter, Fisher and Santiago (1995) investigated the associations 
between adherence and support from family and friends in diabetic adolescents. Seventy-four 
adolescents with diabetes were interviewed about the ways that friends and members of their 
family provided practical and emotional support for the diabetes regimen. Results showed 
that younger adolescents and those with a shorter duration of diabetes reported most support 
from their family but overall all children reported more support from family than ffiends. 
Higher levels of family support were related to better treatment adherence for the adolescents 
but friend support was not related to adherence. Family cohesion and support was a 
significant predictor of treatment adherence even after accounting for age. The most common 
ways family members provided support were by giving reminders about tasks, helping with 
tasks and doing the tasks. Family members also shared in the lifestyle e.g. exercising together 
and eating the same foods. Emotional support such as giving praise and encouragement and 
being positive about diabetes was also mentioned. LaGreca et al (1995) concluded that their 
results suggested that care needed to be taken when encouraging adolescents to assume 
responsibility for diabetes care. Efforts to promote independence need to take care not to have 
the unintended effect of restricting opportunities for receiving family support. The
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effectiveness or lack of a supportive family environment with interaction between family 
members and family atmosphere will now be further explored.
1 . 4 .1 . 4  M a n a g e m e n t  o f  d i a b e t e s  a n d  f a m i l y  e n v i r o n m e n t
Jacobson, Hauser, Lavori, Willett, Cole, Wolfsdorf, Dumont and Wertlieb, (1994) examined 
the effects on glyeaemie control of family environment variables such as expressiveness, 
eohesiveness, and conflict over four years in 61 diabetic children and adolescents. Such 
longitudinal designs are infrequent but provide an opportunity to consider causal 
relationships. The results showed that patients from the least openly expressive families had 
the greatest deterioration in glyeaemie control over the four-year follow-up. Negative effects 
of family environment were particularly pronounced for boys. Aspects of family environment 
relating to family organisation, such as planning, clear rules and responsibilities were 
unrelated to glyeaemie control thus suggesting that it was the affective tone in family 
relationships rather than structure of the family than is more influential on metabolic control 
(Jacobson et al, 1994). It is interesting that in this study it was maternal perspectives on 
family environment issues that had greatest correlation with glyeaemie control. Children’s 
perspectives also correlated but had a weaker relationship. This study provides insight into 
the role that maternal views can influence glyeaemie control.
In another study examining affective tone within families Davis, Delamater, Shaw, La Greca, 
Eidson, Perez-Rodriguez and Nemery (2001) examined parenting style and regimen 
adherence in school-age diabetic children. Greater parental warmth (support and affection) 
has been associated with better outcomes in broad areas of children’s social competence 
(Rollins & Thomas, 1979). In keeping with general child development, parental warmth was 
associated with better adherence ratings and accounted for 27% of the variance in adherence. 
Parental restrietiveness was also associated with poorer glyeaemie control but only black 
ethnicity was predictive of parental restrictiveness and poorer glyeaemie control. This study 
extends existing findings of family support and adolescents to suggest that family support is 
important for all ages of children. Davis et al., (2001) speculated that a possible mechanism 
for the effect of parental warmth on adherence is through the child’s development of self- 
control. The child’s ability to delay gratification and his or her self-efficacy develop during 
this period (Misehel, Shoda & Rodriguez, 1989).
1 . 4 .1 .5  M a n a g e m e n t  o f  d i a b e t e s  a n d  p a r e n t s *  p e r s o n a l i t y  a n d  w e l l - b e in g
In addition to the overall atmosphere and environment within the family, particular 
characteristics and personality factors of the parent have also been associated with adherence
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of children. Having parents with poor coping skills may place a child with diabetes at risk for 
non-adherence with the treatment regimen, especially in the area of self-monitoring of blood 
glueose level and insulin injection (Holden, Friend, Gault, Kager, Foltz & White, 1991). 
Furthermore, some research has shown that parental anxiety about hypoglycaemia has led the 
parents to encourage maintenance of higher blood glueose levels than recommended (Janis,
1983). In addition, Anderson et al., (1981) found that parental ratings of the impact of 
diabetes on daily life was significantly associated with adolescents’ metabolic control.
Hamp (1984) states that a child’s acceptance of diabetes and the treatment regimen may be 
influenced by maternal attitudes and coping style. Empirical studies have shown support for 
this. Maternal self-esteem and locus of control is associated with emotional adjustment of 
child (Grey, Genel & Tamborlane, 1980; Perrin & Shapiro, 1985).
Florian and Elad (1998) explored the impact of maternal sense of empowerment on their 
adolescents’ self-management of diabetes and glyeaemie control. Empowerment has a very 
broad definition and includes perceived control and efficacy over the course of life events, 
effectiveness in influencing life conditions through problem solving and coping strategies. 
They used a measure developed for measuring empowerment in mothers of children with 
psychiatric problems which assesses where and how empowerment is expressed. Thus, it 
measures empowerment in the home, with the service providers and in the community. 
Expression is measured by examining attitudes, feelings and beliefs about management of 
illness, knowledge of treatment demands, and parental behaviours in managing the illness.
Florian and Elad (1998) hypothesised that mothers who were more empowered in the home, 
with the diabetes service and in the community would be better at dealing with self­
management and thus achieve better control. The participating frmilies were all mothers with 
children aged 1 2 -17  who had been diagnosed more than two years earlier. Participation rate 
was 73.3%. Adherence was measured using a self-care questionnaire which was completed 
by the adolescents. Results showed that higher sense of empowerment was significantly 
correlated with adherence and metabolic control. Gender and duration of illness also 
correlated with adherence and mother’s level of education correlated with metabolic control. 
In an effort to determine which variables contributed most to glyeaemie control and adherence 
hierarchical multiple regression analyses were undertaken. Although child’s gender and 
illness duration accounted for the greatest portion of explained variance in adherence to 
treatment, mother’s sense of empowerment also added 10% of the variance. In examining the
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interaction of child gender and mother’s empowerment strong correlations between degree of 
empowerment and adherence was shown for female children but not males.
Child gender and age and maternal education significantly contributed to the explained 
variance in GHb levels. Mother’s sense of empowerment also contributed significantly (10%) 
to the explained variance. In examining the interaction of child age and sense of 
empowerment strong correlations for empowerment and mid-adolescent children was found 
but not for early adolescent children. Despite the association between adherence and 
metabolic control adherence did not significantly contribute to the explained variance in 
glycosylated haemoglobin.
Mother’s sense of empowerment did not correlate with other maternal demographic variables 
with the exception of slight correlation with SES. It seemed that mothers with a high sense of 
empowerment acquired the necessary knowledge about diabetes management and were 
actively involved in monitoring insulin injections and maintaining an appropriate diet and 
exercise plan for their children. Florian and Elad (1998) speculated that the association 
between mother’s sense of empowerment and mid-adoleseent children may reflect the 
empowered mother’s ability to impart appropriate responsibility and problem-solving abilities 
applied to diabetes.
L 4 . 1 .6  D i a b e t e s  m a n a g e m e n t  a n d  f a t h e r s
The influence of fathers in diabetes care has been less researched. Research has indicated that 
fathers play an important role in helping adolescents with the developmental task of becoming 
more independent (Shulman & Seiffege-Krenke, 1997). Seiffge-Krenke (2002) examined 
coping behaviours in fathers of diabetic children. She hypothesised that parents’ model to 
their children ways of dealing with problems in the family but that fethers’ contribution as a 
model is largely neglected. She hypothesised that fathers’ coping behaviours in solving 
family problems may serve as a model for their children’s own efforts to competently and 
independently solve age-typical challenges. In her longitudinal study examining father and 
child communication style on a problem solving task she concluded that as adolescents 
became older their fathers were increasingly able to provide a good coping model for their 
children but that interestingly, fathers of diabetic children assumed a less active role in 
encouraging and supporting the adolescents independence in family discussions than did 
fathers of non-diabetie children.
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1.5 Critique of research on families
The research on families and diabetes shows that parental behaviour is a critical influence on 
the adherence of the child and adolescent (Glasgow & Anderson, 1995). However, much of 
the research lacks a theoretical model describing how family interactions support or interfere 
with diabetes management or metabolic control (Drotar, 1997, Glasgow & Anderson, 1995). 
A popular theoretical model on understanding health behaviour is Leventhal, Nerenz and 
Steele’s (1984) Self Regulation Model.
1.6 Illness Representation Models
The Self-Regulation model proposes that in response to illness and other health threats, people 
develop parallel cognitive and emotional ‘representations’ (common sense beliefs) which, in 
turn, will give rise to problem-based and emotion-focussed coping procedures, respectively. 
It is the individual’s illness representation that primarily determines an individual’s 
psychological and behavioural response to illness. Illness representations are formed from a 
combination of beliefs across five broad cognitive dimensions -  Identity (how it presents, 
symptoms). Cause, Consequences (how it affects the individual). Timeline (how long it will 
last), and Control/Cure (how effective the treatment is and to what extent it is personally 
controllable). Since self-management could be conceptualised as a broad range of health 
related behaviours, according to the Self Regulation model illness perceptions should 
influence such adherence behaviours (H. Leventhal, Diefenbaeh & E. Leventhal, 1992).
A strength of the Self-Regulation model is that it is grounded in a general theory of cognition 
that accounts for new incoming information and past experience. The Self-Regulation model 
hypothesises that individuals facing illness-related situations organise their behaviour and 
experiences in a step-wise manner, following an information processing system that integrates 
current stimulus information with innate and acquired memories. The first step is to define or 
‘represent’ the illness threat based on the five elements described and the accompanying 
emotion. The five elements define the illness threat and are thus integral to the process of 
developing a behavioural or coping response. After the representation of the illness is the 
development of coping responses based on the representation. The final step is an evaluation 
of the effectiveness of the coping response which may feedback to earlier stages, altering the 
representation and coping strategies. The system is believed to be divided into two parallel 
pathways, which interact as the individual adapts to each specific situation. One pathway 
involves the formulation of an ‘objective’ or cognitive assessment of an illness threat and the 
subsequent development of a problem-focussed coping plan for managing that threat. The
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other pathway involves the creation of an ‘emotional’ response to the situation and the 
development of an emotion-focussed coping plan to regulate this emotion.
The system is contextual and dynamic and so each episode of illness and its representations 
and coping strategies alters underlying memory structures, thus modifying subsequent 
representations and coping strategies. Previous experience of illness can influence illness 
representation and coping (H. Leventhal, Diefenbaeh, & E. Leventhal, 1992).
1.6.1 Personal Models of Diabetes
A similar theory to the self-regulation model is that of the theory of Personal Models 
(Hampson, Glasgow & Toobert, 1990). Hampson, Glasgow and Toobert (1990) state that 
their concept of ‘personal models’ is broader than the self-regulation model as it draws on 
both anthropological and psychological findings to include patients’ beliefs and emotions 
about their disease. The Personal Model theory has four components: Symptoms, Cause, 
Treatment Effectiveness, and Seriousness (Course and Consequences), which map onto the 
illness representation model concepts of Identity, Cause, Control/Cure, Consequences and 
Timeline respectively. There is common agreement that the two models are essentially the 
same (Hampson, 1997) and in fact the self-regulation model does include emotion but this has 
been a less addressed area than the cognitive side of the model. Moss-Morris, Weinman, 
Petrie, Home, Cameron & Buiek’s (2002) revised illness perception questionnaire is based on 
the concepts of illness representation and this revised version now includes measurement of 
emotion related to illness.
1.7 Support for Illness Representation Models
Support for the components of illness representation and their relationships, both concurrently 
and prospectively, with health related coping or health related behaviours have been identified 
and replicated (Hampson, Glasgow & Strycker, 2000). Some support has explicitly used the 
Self-Regulation Model or Personal Model but support also comes from research not 
specifically undertaken from a Self-Regulation Model perspective but the findings of which 
can be recast in terms of the Self-Regulation framework. With respect to diabetes, beliefs 
about the controllability and consequences of diabetes of have been shown to relate to illness 
behaviours more than others (Hampson, Glasgow & Styeker, 2000). The precise nature of the 
components and stmeture of illness representations may differ in each disease as may the 
relative importance of different components for predicting health behaviour (Hampson, 1997).
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Henceforth, the terminology from the Self-Regulation model will be used but with due 
attention paid to support provided from research using a Personal Models approach.
1 .7 .1  I d e n t i t y
Although using a health belief model, Bond, Aiken and Somerville (1992) found that the 
diabetes self-care behaviours (e.g. have a snack) of diabetic adolescents were predieted by 
their interpretations of physiological sensations, although objectively abnormal blood glueose 
levels do not give distinctive and reliable symptoms (Hampson, 1997). A further example is 
that of feet-checking. People with diabetes are advised to check their feet regularly for 
wounds that they may not be able to feel because of neuropathy but unless any pain is 
experienced this self-care behaviour is frequently over-looked. As such, it is estimated that 
50% of amputations could have been avoided if patients checked their feet even when they do 
not have symptoms (Hampson, 1997).
1 .7 .2  C a u s e
With respeet to self-management Hampson (1997) found that adult diabetics’ beliefs about 
initial cause of diabetes had little correlation with self-management of diabetes and that for 
diabetes this component may be of less relevance than others. Hampson (1997) proposed that 
beliefs about causes of blood glucose changes may be of more interest than overall cause. 
Indeed Wiebe, Alderfer, Palmer, Lindsay and Jarrett (1994) found that adult patients’ 
perceptions of apparently raised or lowered blood glucose levels often led them to take action 
for stabilising the levels without validating the belief through an objective blood glueose test. 
This could result in inadequate self-care if the individual’s initial belief was incorrect and 
research shows that correlation between perceived and actual blood glucose is low.
Although not explicitly looking at causes of diabetes Brown, Kaslow, Sanbury, Meaeham, & 
Culler (1991) found that children who tended to make more internal, stable and global 
attributions for negative events had better glyeaemie control. Furthermore, individuals with a 
more pessimistic attributional style gave poorer self-rated adjustment to diagnosis.
1 .7 .3  D u r a t io n / T i m e - l in e
Hampson, Glasgow and Styeker (1995) found that with adult diabetics there was common 
understanding that diabetes was a chronic condition with no known cure and therefore this 
variable was not predictive. Hampson, Glasgow and Strycker (1995) considered that the lack 
of variance on responses about duration reflects the sample used, being primarily middle-class
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and Caucasian. In more ethnie and culturally diverse populations greater variation in 
responding has been observed (Hampson, 1997).
1 . 7 .4  C o n s e q u e n c e s
Palendy, Greening, Ott, Holderby, and Atchison, (1998) found that adolescent diabetics 
perceptions of disease severity was positively correlated with metabolic control. However, 
perceived vulnerability to complications was not related to adherence.
In a study of Type I adolescent and adult diabetics Brownlee-Duffeck, Peterson, Simonds, 
Goldstein, Kilo, & Hoetee, (1987) found that health beliefs accounted for a statistically 
significant portion of the variance in both self-reported adherence and metabolic control. 
Perceived severity and perceived benefits were associated with poorer adherence and 
metabolic control.
Skinner, John and Hampson (2000) used a self-developed Personal Models of Diabetes 
Questionnaire, based on the personal models of diabetes interview, to explicitly examine 
whether illness representations mediated the link between femily support, self-management 
and well-being in 358 diabetic adolescents and young people. Results indicated that the 
greater the perceived impact of diabetes on everyday life the lower the levels of the 
participants’ well-being. Perceptions of impact mediated the effects of gender. Although 
support from family and friends was predictive of better dietary self-care, this relationship was 
mediated by personal model beliefs. In particular, beliefs about the effectiveness of the 
diabetes treatment regimen was predictive of better dietary care. None of the personal model 
measures predicted insulin injecting and blood glucose monitoring. Skinner, John and 
Hampson (2000) hypothesised that this may have been due to the family’s involvement in 
these activities.
Other research that has found associations between diabetes care and the beliefs about 
consequences of diabetes appear to have found further associations with beliefs about their 
ability to control the illness or effectiveness about treatment. Thus, the Control/Cure 
component will be considered now.
1 .7 .5  C o n t r o l / C u r e
The concept of control/cure refers to an individual’s evaluation of their ability to follow 
specified recommendations and the expectations that these behaviours will effect the course 
and regulation of the illness, quality of life, or how one feels. In diabetes self-management
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this may reflect beliefs about one’s ability to follow regimen recommendations such as dietary 
and exercise advice or to take medication and test blood glucose appropriately. Kavanagh, 
Gooley and Wilson (1993) found that such beliefs were predictive of various aspects of 
diabetes management, particularly diet and exercise in 63 adult outpatients.
Griva, Myers and Newman (2000) studied the role of illness representations in adherence and 
metabolic control among 64 adolescent and young adult Type I diabetics. In a change from 
previous studies they were particularly interested in deliberate non-adherence rather than 
absolute frequencies of self-care behaviours. They therefore constructed their own self-report 
tool to specifically measure deliberate non-adherence. Beliefs about control were consistently 
associated with self-reported adherence aeross all aspects of self-management and a 
significant amount of the predicted variance in total adherence. The researchers speculated 
that strong beliefs that diabetes is amenable to control may reinforce or enhance patients’ 
motivation to adhere to recommendations, whilst viewing diabetes as not amenable to control 
may create a sense of helplessness diseouraging good adherence to recommendations. Beliefs 
about self-efficacy, consequences and identity explained a significant amount of the variance 
in glycosylated haemoglobin.
In a study exploring the illness representations of 46 adult female outpatients with non-insulin 
dependent diabetes using an interview based on her model Hampson, Glasgow and Toobert 
(1990) found that the beliefs held by their participants predicted the diet and exercise aspeets 
of self-care. Beliefs about treatment effectiveness and perceived seriousness were the most 
important predictors. However, illness representations did not predict frequency of blood 
glucose testing or metabolic control. Hampson, Glasgow and Toobert (1990) found that 
personal models contributed significantly to the prediction of dietary self-management and 
marginally to adherence to recommended exercise, but not to more medical components of the 
regimen such as blood glucose testing and insulin administration in 46 female Type II 
diabetics. The illness representations had no relationship with HbAlc levels. Treatment 
effectiveness was the most important predictive factor in the model.
A replication of this study with a bigger sample (n=78) and including both genders 
(Hampson, Glasgow & Foster, 1995) found the same results. Additionally, a prospective 
analysis showed that beliefs about course and treatment effectiveness also significantly 
predicted HbAlc (r^  = .30). Hampson, Glasgow and Foster (1995) speculated that those who 
felt some responsibility for developing diabetes had a greater sense of responsibility for 
regulation of blood glucose and thus made more conscientious efforts towards regulation.
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1.8 Gap in the literature
So far, the research supporting the relationship between illness representations and health 
behaviours has focussed directly on the beliefs of the patients and their behaviour. However, 
in the case of children, and to some extent adolescents, it has been shown that considerable 
responsibility for management lies with the parents of the diabetic child, yet the illness 
representations of parents and the relationship with their child’s health behaviours has not 
been explicitly examined. In aecordanee with the Self-Regulation Model it seems reasonable 
to expect that, as key agents in their child’s care, parents’ beliefs about diabetes should relate 
to management behaviours.
1.9 Understanding previous research with parents of diabetic children within a Self- 
Regulation model
Some of the research discussed earlier could possibly be understood within the Self- 
Regulation framework. For example, it may be that studies which have shown that where 
parents are more involved and take more responsibility for the child’s diabetes the better the 
control (cf. La Greca, Follansbee & Skyler, 1990) are also inadvertently measuring parental 
beliefs about control of diabetes or treatment effectiveness. That is, those parents who were 
more involved in their child’s diabetes management may also have had greatest belief that 
diabetes was controllable and that the treatment was effective, thus motivating their 
involvement. Similarly, one may speculate that where laek of involvement has been 
associated with poor control and increased ketoacidosis (White, Kolman, Wexler, Polin, & 
Winter, 1984) the parents may have very differing representations of diabetes than the 
children with better control.
Further, it may be families who are seen to differ in their support for diabetes, warmth or 
cohesiveness may also differ in their cognitive and attitudinal style and in particular beliefs 
and representations of illness. That Jacobson et al., (1994) found affective tone within 
families of more relevance to diabetes management than family organisation would appear to 
support this notion, given the theoretical associations between affect and cognitions (cf. Beck,
1995). Again, the research into maternal affect and adherence of children (Holden, Friend, 
Gault, Kager, Foltz, &White, 1991; Janis, 1983; Anderson et al., 1981) may reflect an 
underlying difference in the representation of illness and subsequent coping response. 
Anderson et al.’s (1981) finding that parental ratings of impact of diabetes on daily life related 
to metabolic control may specifically reflect the parents’ beliefs about the seriousness or 
consequences of diabetes.
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Florian and Elad’s (1998) use of the term “empowerment” could also be dissected to relate to 
various attitudes and beliefs. The expression of empowerment included attitudes, feelings and 
beliefs about management of illness and subsequent parental behaviours in managing the 
diabetes. It is possible that this understanding of empowerment could also be understood 
within the self-regulation model as measuring beliefs about personal eontrol. As such, Florian 
and Elad’s (1998) finding that greater empowerment related to better diabetes management 
may also support the self-regulation model
1.10 The need to examine more explicitly parent’s illness representations and the 
relationship to the management of the child’s diabetes
Although much of the earlier research into femilies and diabetes management could be 
interpreted as being consistent with the Self-Regulation Model (Leventhal, Nerenz & Steele,
1984) clearly confirmation of these speculations is necessary with more explicit use of the 
self-regulation model with femihes of diabetic children. The current research aimed to do 
this. The current research aims to investigate the illness representations of parents of diabetic 
children, relating parent’s representations of illness to various aspects of their child’s diabetes 
regime and metabolic control. The current project will bring together the strands of research 
looking at family variables with the strands of research using the self-regulation model. This 
will develop the current research both on family environment and diabetes and illness 
representations by providing greater insight into how femily can influence diabetes 
management. This information may be useful when considering how parents can be included 
in interventions to improve diabetes care.
1.11 Research Aims
A) Describe the features, typical beliefs and diabetes-related health behaviours of the sample.
B) Ascertain what associations, if any, there are between parent beliefs and measures of 
diabetes management and metabolic control.
C) Nurse ratings of adherence were included in the current project. It was hoped that such a 
measure could provide an objective indicator of diabetes management that would be less 
biased by social response bias than parental reports but also less sensitive to extraneous 
factors, such as stress and growth (Cox & Gonder-Frederiek, 1992), that have been shown to 
influence HbAlc measures. As this was an un-piloted measure no expectations were made 
about the relationship to illness representations.
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1.12 Hypotheses
A) Based on the self-regulation model it was hypothesised that parents’ illness representations 
would correlate with measures of diabetes management and metabohc control. Specifically, it 
was predicted that beliefs about the Consequenees/Seriousness of diabetes, and beliefs about 
the Controllability/Treatment Effectiveness of diabetes, would correlate with diabetes 
management. Beliefs about Duration and Cause were not expected to correlate with measures 
of self-management but nevertheless were worthy of exploration in the new population.
B) Previous studies have found relationships between illness representation and the self- 
reported exercise and diet components of diabetes management. Relationships with adherence 
to blood glucose testing and medication taking have been difficult to ascertain. The recent 
revision of the Summary of Diabetes Self Care Activities measure has now dropped the 
medication scale due to lack of variability and strong ceiling effects (Toobert, Hampson & 
Glasgow, 2000). Thus, it was hypothesised that the components of Illness Representation 
already highlighted would correlate with parental reports of their child’s diet and exercise. It 
was further hypothesised that measures of metabolic control (HbAlc) would also correlate 
with illness representation.
C) It was hypothesised that weaker relationships may exist between illness representations 
and measures of adherence for parents of adolescents versus parents of younger children. It 
was expected that a stronger relationship between illness representations and adherence may 
exist for parents of younger children as it was also expected fiiat these parents would have a 
greater responsibility for diabetes management than parents of adolescents. Further, it was 
speculated that adolescent diabetics may have had greater experience with illness such that 
their own illness representations may exert greater power on self-management than that of 
their parents.
D) It was also hypothesised that different relationships may exist between illness 
representations and measures of adherence for parents of newly diagnosed (less than 15 
months) children versus parents of children who had been diagnosed for longer. The 
researcher had no expectations about what relationships may exist but as Illness 
Representations are dynamic (Leventhal, Nerenz and Steele, 1984) it was expected that some 
relationship to length of diagnosis may be seen.
E) It was also hypothesised that, given the dynamic and contextual nature of illness 
representations, family familiarity with diabetes may influence illness representations and
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adherence. It was hypothesised that parents with a femily history of diabetes, or their own 
diabetes diagnosis may differ from those without prior experience of diabetes, however, no 
expectations were placed on the directionality of this relationship.
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2. Method
2.1 Participants
Parents of children aged over 4 years who had been diagnosed for more than three months and 
were without concurrent serious illness or learning disability were invited to participate so 
long as the clinical team were satisfied that they had sufficient English and would not be 
distressed by participation.
A priori power analysis calculated using G*Power software (Erdfelder, Paul & Buchner,
1996) indicated that for a medium effect size with r = 0.3 a total sample of 64 participants was 
required with alpha = 0.05 and a power of 80%.
The sample was recruited from patient lists at three regional hospitals in the south-east of 
England. Recruitment lasted six months. Of 181 parents contacted about the research 86 
completed and returned questionnaires. Fifty-five parents refused to participate and 40 
questionnaires were not returned. Thus, the response rate was 47.5%. Most participants 
completed the measures at home (n= 44, 51.2%), 25 (29.1%) completed the questionnaires 
whilst waiting for their child’s appointment and 17 (19.8%) completed the questionnaires after 
their child’s appointment.
The response rate varied across the clinics, as shown in table 1. Chi-square analysis was 
conducted to analysis whether there were differences in response rate. Clinic site was 
significantly associated with response rate (2, n=181) = 27.409, p<0.01).
A B C Total
Participated 23 27 (36^ 36(76.^ 86
Did not participate 21 63(70) 11 (23.4) 95 (325)
Total 44 90 47 181
Table 1. Response rate across the three sites.
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Descriptive information about the sample of participants is provided in table 2.
Descriptor Frequency
Nf%)
Parent Mothers 78 (90.7)
Fathers 8(9.^
Gender of child (n=83) Male 42 (:^&^
Female 41 (47.7)
Ethnic Origin White British 79 (97.^
Other 7(».7;
Education No qualifications 6(7)
GCSE level or 
equivalent
28 (32
A-levels or equivalent 11 (12.8)
Higher Education 41 (:^ 7.7)
Social Class (Department of Employment, 
1980)
Housewife 27 (37.0
I 9(70.5)
n 15 (17.4)
III 14 (16.3)
IV 10(11.6)
V 4r^.o
VI 2(2.3)
Unemployed/not
specified
5 (5 .0
Marital Status Married 70 (37.0
Other 16 (18.6)
Responding parent’s diabetic status Diabetic 4r^.7)
Not diabetic 82 (95.0
Diabetes in the family Yes 47(44.7)
No 39 (:^5.0
Reported responsibility for diabetes 
management
Parents 47(54.7)
Child 20 (23.3)
Shared 19(227;
Descriptor Mean (SD) Range
Age of Child in years (n=83) 12.14(3.42) 4.2-18.3
Length of Diagnosis in years 3.87 (2.96) 5 months -  12.5 
years
Age of Parent in years 42.6 (5.72) 3 1 -5 9
Length of relationship with clinic nurse in 
years (n=83)
3.22 (2.67) 5 months -  11 
years
Table 2 Features of the participating sample
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2 .2  D e s i g n
A cross-sectional questionnaire study assessing parental beliefs and reports of their children’s 
diabetes-related behaviours.
2 . 3  M e a s u r e s
All the participation booklets followed the same format and order of questionnaire 
presentation. This started with the demographics questionnaire and was followed by a 
measure of self-management, measures of illness representation and mood measures.
2 .3 .1  D e m o g r a p h i c s  q u e s t i o n n a ir e )
Demographics questionnaire asked parents to report about their relationship to the child, age, 
marital status, occupation, educational attainment, ethnicity, diabetic status, history of 
diabetes in the family and who in the family was regarded as taking most responsibility for 
diabetes.
2 .3 .2  M e a s u r e s  o f  I l l n e s s  R e p r e s e n t a t i o n
Two measures of illness representation were included. The revised Illness Perception 
Questiormaire (Moss-Morris et al., 2000) has good reliability and validity and is directly based 
on the Self-Regulation model. The Personal Models of Diabetes Questionnaire (Toobert, 
Hampson & Glasgow, (2000) was also included to facilitate comparison of results with 
previous research using this model and also to compare the results from the two measures of 
illness representation.
2 .3 .2 .1  T h e  R e v i s e d  I l l n e s s  P e r c e p t i o n  Q u e s t i o n n a i r e  ( I P Q - R )  ( M o s s - M o r r i s  e t  a l ,  2 0 0 0 f .
A widely used quantitative measure of the five components of illness representations in the 
self-regulation model. Evidence from a number of studies provide quantitative support for the 
structural relations between the five components of illness representation and for the expected 
links between illness perceptions and a range of psychological outcomes including adherence 
to medical recommendations. One of the benefits of the revised scale was more attention to 
the emotional representation component of the self-regulation model which had been 
overlooked in the earlier questionnaire. The revised scale also has separate dimensions of 
Timeline beliefs to separately examine beliefs about the chronic or acute nature of illness and 
beliefs about the cyclical nature of the illness. Finally, a further scale -  Illness Coherence -
' See Appendix A for demographics questionnaire 
 ^See Appendix B for adapted IPQ-R
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has been added to measure how comprehensible individuals find their own representation of 
illness.
Items are written as statements with a five-point Likert scale ranging fi-om ‘Strongly Disagree’ 
to ‘Strongly Agree’. Each scale has between four and six items. The measure shows 
acceptable test-retest reliability and good internal reliabihty, stability and vahdity across a 
range of illnesses.
The wording on this measure was changed fi*om asking about ‘your illness’ to ‘your child’s 
diabetes’, thereby asking parents their beliefs about their child’s diabetes. Similar adaptations 
to the IPQ-R have been made. For example, Weinman, Petrie, Sharpe and Walker, (2000) 
adapted the IPQ-R to ask spouses of stroke patients their behefs about strokes. The 
developers of the IPQ-R encourage users to modify and adapt the scale in order to suit 
particular illnesses or populations (Moss-Morris et al, 2002) and also accept that it is 
appropriate to replace the word ‘illness’ with the name of the condition being studied 
(Weinman, Petrie, Moss-Morris, & Home, 1996).
As many symptoms of diabetes are internal this component was not included in the current 
research. Weinman et al (1996) acknowledge the difficulty using the Identity sub-scale with 
third party respondents.
2 .3 .2 .2  P e r s o n a l  M o d e l  o f  D i a b e t e s  Q u e s t i o n n a i r e  ( S k i n n e r  &  H a m p s o n ,  1 9 9 8 f  
This is a brief, eight-item self-report instrument developed by Skinner and Hampson (1998) 
derived from Hampson’s (1997) Personal Model of Diabetes Interview. The measure assesses 
beliefs about treatment effectiveness and beliefs about consequences of diabetes which are the 
components of Personal Models that Hampson (1997) found particularly predictive of 
adherence. Each item has a 5-point Likert scale response option. The instrument has four 
items evaluating beliefs about the efficacy of treatment regimen; two of these assess the belief 
that self-management will control diabetes (control, a  = .71) and two items assess beliefs that 
self-management can prevent complications of diabetes (prevention, a = .45). The remaining 
four items relate to the consequences of diabetes; two assess feeling of seriousness of worry 
concerning their diabetes (a = .60) and two assess the impact of diabetes of daily life (Impact, 
a = 68). Support for the validity of the questionnaire comes from a study of 2,000 adults with 
diabetes (Glasgow, Hampson, Strycker & Ruggiero, 1997), which suggested that the
See Appendix C for adapted Personal Models of Diabetes Questionnaire
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questionnaire reflected the key areas of interest (Copp, Skinner & Hampson, 1998). The 
reliability of the scale is barely adequate but it was beyond the scope of the current project to 
use the interview version. The wording on this measure was also changed so that questions 
asked parents their beliefs about their child’s diabetes.
2 .3 .3  M e a s u r e s  o f  d i a b e t e s  m a n a g e m e n t
Three measures of diabetes management were included -  a self-report measure (to be 
completed by parents); an objective physiological measure (HbAlc) and also a five-point 
Likert scale about success of family management of diabetes to be completed by the clinic 
nurse.
2 .3 .3 .1  T h e  S u m m a r y  o f  D i a b e t e s  S e l f - C a r e  A c t i v i t i e s  M e a s u r e  -  R e v i s e d  ( T o o b e r t ,  
H a m p s o n  &  G la s g o w ,  2 0 0 0 f .
A self-report instrument that assesses four areas of diabetes management (general diet, 
specific diet, exercise, and blood glucose monitoring) over the previous 7 days. There are two 
items per dimension. The SDSCA has only adequate internal and test-retest reliability, 
validity and sensitivity but is the most widely used self-report instrument in adults (Toobert, 
Hampson & Glasgow, 2000). It has also been suecessfully adapted for adolescents as young 
as 12 years (Toobert, Hampson & Glasgow, 2000). The revised version no longer contains a 
scale for insulin administration as vaiiabihty of responses on this scale has been minimal. 
The revised version also has 14 additional items looking at recommendations but reliability 
and validity data has yet to be investigated. The wording on the SDSCA was changed from 
‘you’ to ‘your child’.
2 . 3 .3 .2  P h y s i o l o g i c  M e a s u r e s
Glycosylated haemoglobin (HbAlc) measures representing average blood glucose levels over 
six to eight weeks were collected for all children of participants. These measures were 
colleeted routinely as part of the child’s regular appointment. Glycosylated haemoglobin was 
measured differently at each site. Two sites used a chromatography method of measurement 
with one using immunoglobulin assaying. However, all measuring equipment had previously 
been ‘Diabetes Control and Complications Trial (DCCT) calibrated’ which ensures 
equivalence of readings across sites. Higher values indicate higher blood glucose levels and 
hence poorer metabolic control. There is clear and increasing risk related to higher
See Appendix D for adapted SDSCA
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glycosylated haemoglobin values (DCCT research group, 1996). Consequently HbAle was 
treated as a continuous variable in this study .
2 .3 .3 .S  N u r s e  r a t in g ^
A simple 5-point Likert scale was constructed asking the diabetes nurse to rate how much 
he/she agreed that diabetes was well managed within the family. This measure served as a 
third measure of adherence to balance parental self-reports and medical outcome. Although 
this tool was devised by the researcher and had not been piloted to aseertain reliability there is 
some evidence that physicians and colleagues can reliably rate patient’s level of diabetic 
control (Spevack, Johnson, Harkavy, Silverstein, Shuster, Rosenbloom, & Malone, 1987 cited 
in Johnson, 1992, Orme & Blinik, 1989).
2 . 3 .4  A d d i t i o n a l  M e a s u r e s  -  H o s p i t a l  A n x i e t y  a n d  D e p r e s s io n  S c a l e  ( Z i g m o n d  &  S n a i th ,  
1 9 8 3 f .
A 14 item measure with two scales measuring anxiety and depression. Individuals indicate 
their response to statements by ticking one or four possible levels of agreement which are 
coded for the researcher as indicating different levels of depression or anxiety. Scores are 
additive with the result indicating normal, borderline abnormal or abnormal levels of anxiety 
and depression. The scale has good reliability and has been well-validated. It is a frequent 
measure of anxiety and depression in both research and clinical settings.
2.4 Procedure
Three paediatric diabetes clinics based in general hospitals in South-east England were 
approached to participate. Ethical approval was obtained from the University of Surrey and 
the Local Research Ethics Committees (LREC) at all three sites .^ These clinics were recruited 
consecutively in response to rate of recruitment over time and hence the procedure slightly 
differed at each site due to the requirements of each LREC. All participants were given an 
information sheet^ and assured that their responses would remain confidential and that, in 
particular, their health care providers would not have aecess to their completed questionnaire. 
Written consent was obtained. Parents willing to participate completed the study materials 
before or after their appointment or took them home and returned them by freepost envelope.
■ See Appendix E for nurse rating form 
 ^See Appendix F for HADS 
See Appendix G for copies letters of approval from all four committees 
 ^See Appendix H for Information sheet
176
Major Research Project
In two of the clinics consecutive eligible parents of diabetic children attending a regular 
appointment at the diabetes care clinics were asked consecutively, either by the researcher or 
clinic nurse, to participate in a study of parents’ views and diabetes. At the third hospital the 
procedure differed slightly. The consultant wrote to all eligible parents about the prospect of 
participating in a research project and inviting them to eontact the researcher. Only those 
parents who were willing to participate were then met by the researcher when they attended 
their regular appointment at the diabetes care clinic. Where this was not possible study 
materials were sent direct to the parents with a freepost envelope.
Glycosylated haemoglobin assays were performed as part of the routine laboratory work 
associated with the child’s appointment and the results of these were collected. The diabetes 
nurse at each hospital also completed a single Likert scale indicating how well he/she thought 
diabetes was managed within the family. Nurses did not have access to parents’ completed 
questionnaires.
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3. Results
The data are presented in relation to the variables described in the introduction: illness 
representations and adherence to self-care activities. In Part One of the results information 
regarding reliabihty and descriptive statistical information pertaining to these variables is 
provided and the relationships within each variable are detailed. Examination of the research 
hypotheses begin in Part Two by examining whether parents’ illness representations relate to 
children’s diabetes management. Finally, Part Three explores whether differences in illness 
representation or self-care exist in relation to history of diabetes in the family, length of 
diagnosis and whether the child was adolescent or younger.
PART ONE
3 .1 .  R e l i a b i l i t y  o f  M e a s u r e s
To evaluate the reliability of the measures used Cronbach’s alpha coefficients were calculated 
for all scales of each measure^. As the alpha coefficients for the PMDQ were low this 
measure was deemed unreliable and was not included in any further analysis. Similarly, the 
Specific diet scale of the SDSCA also had low reliability, as did the Treatment Control seale 
of the IPQ. Thus, neither were included in further analysis. The rehability of all remaining 
scales was above 0.7.
3 .2 .  D i s t r i b u t i o n  o f  D a t a
Normal distribution was tested with One-Sample Kolmogorov-Smimov test. Where data was 
skewed or kurtotic, efforts were made to transform them. Where transformation efforts were 
unsuccessful data was analysed using non-parametric tests.
The results are shown in Appendix I
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3 . 3  P a r e n t a l  A f f e c t
Mean scores in Table 3 represent the average summed scores on the Anxiety and Depression 
Scale of the HADS.
Measure Scale (0-21) Mean Standard
Deviation
Min Max Skewness Kurtosis
HADS Anxiety 7.08 4.48 0 20 0.70 0.15
Depression 3.35 3.77 0 18 1.8 3.9
able 3. Levels of anxiety and depression for respondents.
The majority of parents had anxiety levels falling within the ‘normal’ range (n = 50, 59%). 
Twenty parents (23%) had ‘borderline abnormal’ levels of anxiety with the remaining 15 
(18%) reporting ‘abnormal’ levels of anxiety. The majority of parents had depression levels 
falling within the ‘normal’ range (n = 75, 88%). Six parents (7%) had ‘borderline abnormal’ 
levels of depression with the remaining 4 (5%) reporting ‘abnormal’ levels of depression. 
Thus, the majority of the sample did not have clinically significant levels of affective 
distress.A Spearmans Rank Order Test indicated that there was a significant positive 
correlation between anxiety and depression (r (86) = 0.835, p<0.01, two-tailed test).
3 . 4  P a r e n t s  ’ I l l n e s s  R e p r e s e n t a t i o n s
Mean scores in Table 4 represent the average summed seore on the scales of the IPQ. The 
scales of the IPQ relate to the Illness Representation dimensions of the Self-Regulation 
Model.
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Overall, most parents had a coherent representation of illness that included the belief that 
diabetes was a chronic condition with serious and major consequences. Most parents believed 
that they and/or their child could personally control the condition and most parents had 
negative affect about diabetes. Parents were more variable about their beliefs that diabetes 
had a cyclical pattern. Most parents believed that diabetes was caused by a germ or virus, 
chance, heredity and altered immunity.
Beliefs about causes of diabetes are shovm in Table 5. These items do not form a scale and 
therefore items have been ranked in order of the number of parents expressing agreement that 
the cause detailed was influential in their child developing diabetes. (As it is possible for 
parents to agree with more than one cause hence the total does not equal 86). Most parents 
believed that a germ or virus; chance or bad luck; heredity or altered immunity caused their 
child’s diabetes.
IPQ-R Causes Agreement 
with item as cause 
of diabetes 
N(%)
Mean (SD)
Germ or virus 57 (66.3) 3.52 (7.2^
Chance or bad luck 38 2.87 (7.3, ;^
Heredity -  it runs in family 35(:#0.71 2.81 (7.^3;
Altered Immunity 25 (29.7; 2.69 (7.3.^
Diet or eating habits 9 (10.5) 1.86 (7.0^
Stress or Worry 8 (9 .^ 1.75 (0.97)
Pollution 7(3.7; 2.02 (3.9^
Parent’s emotional state 3(3.5) 1.34(0.72)
Child’s emotional state 3(3.:^ 1.38 (0.7j;
Family problems or worries 2 (2 .^ 1.32(0.52)
Overwork 2 (2 .^ 1.33 (0.5(^
Smoking during pregnancy 2(2 .j; 1.40 (0.67)
Parent’s behaviour 1.36 (0.59)
Child’s mental attitude i r 7 .^ 1.30 (0.55)
Accident or injury 1(7 .^ 1.43 (0.67)
Drinking alcohol during pregnancy 1(7 .^ 1.33 (0.57)
Poor medical care in the past 0 1.41 (0.58)
Child’s behaviour 0 1.33 (0.54)
Parent’s mental attitude 0 1.29 (0.4^
Parent’s personality 0 1.25 (0.4(^
Child’s personality 0 1.26 (0.49)
Table 5. Parents beliefs about the causes of diabetes.
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Pearson’s Tests and Spearman’s Rank Order tests were computed to investigated relationships 
between parents’ beliefs about diabetes. Tables 6 and 7 detail the inter-correlations for all the 
components of illness representation. Only the popular Causal items (Causes with a mean 
‘agreement’ level greater than 2.5) were included^®
Consequences Personal
Control
Timeline
(cyclical)
Emotional
Representation
Timeline Illness
Coherence
Timeline .146 .165 .154 .115 -
Illness
Coherence
-.219* .180 -.180 .326** .094
Hereditary -.036 -.017 .071 -.019 -.052 .021
Germ/Virus -.105 -.012 -.045 .072 .015 .128
Chance/luck .104 -.021 -.040 -.015 -.010 .048
Immunity -.072 .125 -.102 -.097 .055 .198
* p<0.05, two-tailed 
**p<0.01, two-tailed
Table 6. Intercorrelations of the IPQ-R (Spearmans)
Personal Control Timeline Cyclical Emotional Representation
2. Consequences -.102 .427** .510**
3. Personal Control 1 -.146 -.185
Timeline (cyclical) - 1 .340**
** p<0.01, two-tailed
Table 7. Intercorrelations on the IPQ-R. (Pearsons)
The following significant correlations were found: 1) There was a significant positive 
correlation between beliefs about the cyclical Timeline of diabetes and diabetes 
Consequences. 2) There was a significant positive correlation between beliefs about the 
cyclical Timeline of diabetes and Emotional Representation. 3) There was a significant 
positive correlation between Illness Coherence and Emotional Representation. 4) There was 
a significant positive correlation between Consequences and Emotional Representation 5) 
There was a significant negative correlation between Consequences and Illness Coherence.
The Timeline (acute/chronic) and the Personal control component of illness representation did 
not show relationships to other parts of the model. The correlations indicate that those parents
Intercorrelations for all the Causes items were also conducted. Results were unremarkable 
but are included in Appendix J for interested readers.
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who had the strongest belief that diabetes had a cyclical timeline i.e. the symptoms would 
fluctuate over time also more strongly believed that diabetes was seriousness and had major 
consequences. They also had more negative affect in relation to their representation of 
diabetes. Parents who had the most negative affect in relation of diabetes also reported the 
greatest coherence (i.e. understanding) of diabetes. Strength of belief in consequences was 
associated with was also associated with strength of negative affect and decreased 
understanding of diabetes.
3.5 Parents^ Reports o f Children’s Adherence
The mean scores on the scales of the SDSCA indicating the mean number of days per week 
each activity was reportedly undertaken are shown in Table 8. Most parents reported that 
their children were generally adherent to the different facets of diabetes self-management.
The distribution of data for the self-care activities of Blood-Testing and General Diet was 
such that the data was amended fi'om scales to dichotomous variables for use in further 
analyses. Descriptions of these variables are provided in table 10.
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The fourteen additional items on the SDSCA do not form a scale but provide further 
information about self-management and also parents’ understanding of diabetes self-care and 
the advice they recall having been given by their diabetes team. Descriptive statistics about 
parents’ responses to these items are provided in table 9. The question regarding consumption 
of carbohydrates was used as a dichotomous variable in subsequent analyses (details provided 
in table 10). The lack of variance on the question regarding taking of medication meant that 
this question was not included in further analysis. Attempts to examine the sub-sections 
regarding diabetes advice as scales proved umeliable and therefore the trends in reporting 
have been described but the information has not been included in fiirther analysis.
Recommended Regimen Items
Carbohydrate 
Spacing (0-7 days 
per week)
Fifty-seven (67%) parents reported that their child had eaten 
carbohydrates evenly spaced throughout the day, everyday over the 
previous week.
Medication 
Taking (0-7 days 
per week)
Eighty-one (95%) parents reported that their child had taken their 
recommended medication everyday over the previous week.
Diet Advice Forty-four (52%) of parents reported that they had not been told that 
their child should follow a low-fat eating plan and very few parents had 
been told that their child needed to reduce calories to lose weight. 
However, most parents reported that they had been told that their child 
should eat complex carbohydrates, food high in dietary fibre, lots of 
fruits and vegetables and very few sweets.
Exercise Advice Twenty-five (29%) of parents reported that they had not been given any 
advice about exercise. The remaining parents reported being given 
various amounts of advice.
Blood-testing
Advice
Eighty-three (98%) of parents reported that they had been given adviee 
about testing their child’s blood sugar using a machine to read the 
results
Medication Advice All parents reported being given advice about insulin injections with 
half (n=46, 54%) parents reporting that their child had been advised to 
take 1 - 2  daily insulin injections.
Table 9. Responses on the SDSCA additional items.
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Activity Definition Range
Blood- Testing Perfect
(n=60)
Always tests blood everyday and always the 
number of times recommended by the health 
care team
7
Imperfect
(n=26)
Does not always test blood everyday or the 
number of times by the health care team.
0-6
General Diet Always
(n=34)
Has eaten a generally healthy diet everyday for 
the previous month
7
Not always 
(n=51)
Has eaten a generally healthy diet less often 
tiian everyday over the previous month
0-6
Carbohydrate
Spacing
Always
(n=58)
Has eaten carbohydrates evenly spaced 
throughout the day everyday in the previous 
week.
7
Not always 
(n=28)
Has not always eaten carbohydrates evenly 
spaced ftu-oughout the day during the previous 
week.
0-6
Table 10. Dichotomous Variables for blood-testing, general diet and carbohydrate spacing 
3.5.1 Nurse Ratings and Levels o f  HbAlc
Mean ratings of nurse belief that diabetes was well managed within the family of the 
participant, based on a 5 point Likert Scale (where 1 = strongly disagree that diabetes is well 
managed and 5 = strongly agree that diabetes is well managed) are shown in Table 11.
Scale Mean Standard
Deviation
Min Max Skewness Kurtosis
Nurse Rating (n=84) 3.47 1.29 1 5 -0.58 -.77
HbAlc (n=77) 8.58 1.44 5.8 14 1.21 2.29
Table 11. Descriptive statistics for Nurse Rating and HbAlc.
For fifty families the nurses agreed or strongly agreed that diabetes was well managed by the 
child or family. In 21 cases the nurses disagreed or strongly disagreed that diabetes was well 
managed.
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Fifty-two children had HbAlc readings below 9.0. Only 10 children had reading above 10. 
Although a continuous variable, clinic staff regard scores of 6 -  8 good control with scores 
above 10 indicating poor control.
3 .5 .2  R e l a t i o n s h i p s  b e tw e e n  p a r e n t  r e p o r t s  o f  a d h e r e n c e  a n d  c h i l d r e n ’s  m e t a b o l i c  c o n t r o l  
a n d  n u r s e  r a t i n g s  o f  f a m i l y  m a n a g e m e n t  o f  d i a b e t e s
A Spearman’s Rank Order test was conducted to investigate the associations between 
glycaemic control (HbAlc), Nurse Rating and adherence to exercise. The results are 
presented in table 12. T-tests and Mann-Whitney U tests were conducted to investigate the 
associations between the Nurse Rating measure and measures of adherence and also between 
glycaemic control (HbAlc) and the other measures of adherence. The results from these tests 
are presented in table 13.
Nurse Rating HbAlc Exercise
Nurse Rating 1
HbAlc -.556** 1
Exercise .059 0.32 1
Table 12. Spearman’s Rank Order test examining relationships between HbAlc, nurse ratings 
and exercise.
Blood-testing Carbohydrates (q5) General diet
M a n n - W h i tn e y  U
Nurse Rating z (60,26) = -2.203* z (58,26) = -2.234* z (50,33)= -  1.179
T - te s t s
HbAlc t (79) = -2.378* t (79) = -1.539 t (79) = 1.217
*p<0.05
Table 13. Mann-Whitney U tests and T-tests examining relationships between nurse ratings, 
HbAlc and self-care activities.
3 .5 .2 .1  N u r s e  R a t i n g s
The Spearman’s Rank Order Test indicated that there was a significant negative correlation 
between Nurse Ratings and HbAlc. Thus, the better the nurse perceived the management of 
diabetes the better the glycaemic control.
Results from the Mann-Whitney U Test indicated that parents who reported that their children 
tested their blood daily and the number of times recommended by the health care team had
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significantly better ratings from the nurse (mean 3.69 SD 1.17) than those who reported that 
their children tested their blood imperfectly (mean 2.96 SD 1.42)
Parents who reported that their children always ate carbohydrates spaced evenly throughout 
the day were given better ratings by the nurse of how well diabetes was managed within the 
family compared to parents who reported that their children did not always eat carbohydrates 
spaced evenly throughout the day. Children who were reported always to eat carbohydrates 
evenly throughout the day were given a mean 3.71 (SD 1.16) rating by the nurse compared to 
2.96 (SD 1.43) for children who were reported to not always eat carbohydrates so evenly.
3 .5 .2 .2  G l y c a e m ic  C o n t r o l
T-Tests indicated that levels of glycosylated haemoglobin (HbAlc) were lower (i.e. more 
controlled) for children who tested their blood every day and the number of times 
recommended by the clinic, and those who did not test their blood so perfectly. Examination 
of the means revealed that those who had ‘perfect’ blood-sugar testing had a mean HbAlc of 
8.28 (SD 1.11) compared to 9.25 (SD 1.87) for children whose parents reported less than 
perfect blood-testing. In clinical terms these two different HbAlc scores fall into different 
brackets of metabolic control. Scores above 9 are considered ‘borderline’ whereas scores 
below 9 are considered ‘good’ control (Foulger, personal communication).
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PART TWO
3.6 Do Parents’ Illness Representations relate to the child’s adherence to diabetes 
regimen activities?
3 .6 .1  I l l n e s s  R e p r e s e n t a t i o n s  a n d  g l y c a e m i c  c o n t r o l ,  N u r s e  R a t i n g  a n d  a d h e r e n c e  t o  
e x e r c i s e
Spearman’s Rank Order Tests and Pearson’s Tests were computed to analyse the relationships 
between components of parents’ illness representations and adherence to exercise, HbAlc and 
Nurse Ratings. Measures of parental affect were also included in the analyses to ascertain 
whether parental affect differed was associated with components of the illness representation 
and with the adherence variables. The results are shown in tables 14 and 15.
Exercise HbAlc
(n=77)
Nurse Rating 
(n=84)
Anxiety Depression
Causes Hereditary .021 .042 .044 .002 -.038
Germ/Virus .181 .019 .066 -.169 -.108
Chance/luck .236* -.036 0.51 -.121 -.052
Immunity .166 .038 .198 -.118 -.243*
Consequences .025 .172
Personal Control -.032 -.108
Timeline (Cyclical) -.049 .149
Emotional
Representation
.124 .289**
Illness Coherence .132 -.053 .235* -.235* -.235*
Timeline -.090 .177 -.060 -.027 -.101
Depression .043 -.073 -.075 - -
Anxiety - - -.052 - -
*p<0.05
**p<0.01
Table 14 Spearmans Correlations between Illness Representation and glycaemic control, nurse 
rating and adherence to exercise (and anxiety and depression).
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Exercise HbAlc Anxiety
Consequences -.064 .116 .255*
Personal Control -.007 .003 -.047
Timeline (Cyclical) -.216* .102 .140
Emotional Representation -.171 -.028 .421**
Anxiety .134 -.074
* p<0.05
**p<0.01
Table 15 Pearsons Correlations between Illness Representations and glycaemic control, 
adherence to exercise (and anxiety).
3 .6 .1 .1  I l l n e s s  R e p r e s e n t a t i o n s  a n d  E x e r c i s e
A Pearson’s test indicated that there was a significant negative correlation between beliefs 
about the eyclical timeline of diabetes and exercise. Those parents who most strongly 
believed that diabetes symptoms were cyclical also reported that their children were less 
physically active and engaged in a specific exercise activity more fi’equently.
A Spearman’s Rank Order Test also indieated that there was a significant relationship 
between parental reports of exercise and belief that diabetes was caused by chance or luck.
3 .6 .1 .2  I l l n e s s  R e p r e s e n t a t i o n s  a n d  H b A l c
A Pearson’s test indicated that there were no significant correlations between measures of 
glycosylated haemoglobin (HbAlc) and any components of illness representation.
3 .6 .1 .3  I l l n e s s  R e p r e s e n t a t i o n s  a n d  N u r s e  R a t i n g s
A Spearman’s Rank Order Test indicated that there was a significant positive correlation 
between Illness Coherence and ratings of self-management given by the diabetes nurse. 
Those parents who reported most understanding and coherenee of diabetes were given better 
ratings of diabetes management within the femily.
3 .6 .2  P a r e n t a l  A f f e c t  a n d  I l l n e s s  R e p r e s e n t a t i o n s
A two-tailed Pearson’s Test indicated that there was a significant positive correlation between 
parental self-reports of Anxiety and beliefs about the Consequences of diabetes and Emotional 
Representation of diabetes. A two-tailed Spearman’s Test indieated there was a significant 
negative correlation between Anxiety and Illness Coherence. Thus, greater anxiety was
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related to perceiving more serious consequences of diabetes, greater distress related to 
diabetes and having a less coherent understanding of diabetes.
A two-tailed Spearmans Rank Order Test indieated that there was a significant positive 
correlation between parental self-reports of Depression and Emotional Representation. There 
was also a significant negative correlation between parental reports of depression and Illness 
Coherence. Thus, greater depression was related to greater diabetes-related distress and 
having a less coherent understanding of diabetes.
3 .6 .3  P a r e n ts ^  i l l n e s s  r e p r e s e n t a t io n s  a n d  t h e i r  c h i ld r e n * s  a d h e r e n c e  t o  b lo o d - te s t i n g ,  
g e n e r a l  d i e t  a n d  c a r b o h y d r a t e  s p a c in g .
Mann-Whitney U tests and T-tests were computed to analyse the relationships between 
parents’ illness representations and their children’s adherenee to blood-testing, general diet 
and carbohydrate spacing. The results of the tests are presented in table 16.
Blood-testing Carbohydrates
(q5)
General diet
Mann-Whitney U
Causes Hereditary -.058 -.842 -.709
Germ/Virus -.794 Z(58, 28) = -2.290* Z(52, 34) = - 
2.395*
Chance/luck -.905 -.849 -1.915
Immunity -.101 -.791 -.078
Illness
Coherence
-.619 -.119 -1.182
Timeline -.927 -.410 -1.017
Depression Z (60,26) = - 
1.979*
Z (58,28) = -2.023* -1.134
T-tests
Consequences .601 1.323 -325
Personal Control -.301 -.594 1.036
Timeline (Cyclical) 1.335 .546 -.565
Emotional Representation 1.188 -.068 .780
Anxiety -.778 -1.970 1.309
* p<0.05
** p<0.01
Tablelb. Relationships between Illness Representations, Self-Care and Affect 
(Mann-Whitney and T-tests)
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The results indicated significant differences in the illness representations of the parents whose 
children completely adhered to carbohydmte spacing compared to the illness representations 
of parents whose children did not always space carbohydrates evenly.
Parents who reported that their children tested their blood ‘perfectly’ and always ate 
carbohydrates evenly spaced throughout the day were significantly less depressed than parents 
who reported that their children tested their blood ‘imperfectly’.
3.7 Summary
As hypothesized relationships were found between parents’ illness representation and 
children’s management of diabetes. However, against the hypothesized relationships there 
were not relationships between beliefs about Consequences and Control and the lifestyle 
aspects of the diabetes regimen. In contrast, parents’ beliefs about cyclical Timeline of 
diabetes, the causes of diabetes and illness coherence related to some lifestyle aspects of the 
regimen and nurse rating. Parental affect also related to diabetes management.
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PART THREE
3.8 Do Illness Representations and Adherence differ depending on family history of 
diabetes; age of child or length of diagnosis?
Mann-Whitney U Tests, T-tests and Chi Square tests were computed to analyse whether 
parents’ illness representations and children’s diabetes management differed depending on i) 
whether there was a family history of diabetes, ii) whether the diabetic child was in 
adolescence or childhood and iii) whether the child had been diagnosed more or less than one 
year. For these three hypotheses the analysis was exploratory as the statistical power was 
based on the whole sample and therefore the power is too low to detect less than large 
differences for these hypotheses.
Mann-Whitney U test and T-test results examining differences between parents’ illness 
representations for each of the three sub-groups are shown in table 17.
Presence/ absence 
of diabetic family 
history
Child/Adolescent Under/More 
than one year
Mann-Whitney U
Causes Hereditary -4.485** -.346 -.666
Germ/Virus -2.010* -.105 -1.333
Chance/luck -.508 -1.109 -.465
Immunity -.749 -.359 T.638
Timeline -.010 -691 -.502
Illness Coherence -.685 -.625 -.184
T-tests
Consequences .915 .584 -1.255
Personal Control -1.105 -.869 2.786**
Timeline (Cyclical) .527 .456 -2.295**
Emotional Representation -.304 1.163 -.278
* p<0.05
** p<0.01
Table 17. Illness Representations and family history, age of child and length of diagnosis.
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3 .8 .1  D i a b e t i c  F a m i l y  H i s to r y
Mann Whitney U Tests indicated that there were no signifieant differences between the illness 
representations of parents who had a family history of diabetes and those who did not have 
any family member with diabetes on most components. However, there was a signifieant 
difference in the beliefs that diabetes was caused by a germ of virus or was hereditary. Those 
with a family history of diabetes were more likely to believe in hereditary as a cause (mean 
seore 3.46, SD 1.33), than were those without a family histoiy of diabetes (mean seore 2.05, 
SD 1.34). Furthermore those with a femily history of diabetes were more likely to agree that a 
germ or virus caused diabetes than those parents without a femily history, (scores of 3.87, SD 
1.04 and 3.23, SD 1.42 respectively).
With respeet to adherenee to the diabetes regimen, T-tests indicated that those with a family 
history of diabetes did significantly less exercise than children who did not have anyone else 
in the family with diabetes (t (86) = -2.013, p<0.05, two-tailed). Examination of the means 
revealed that ehildren with a family history of diabetes did a mean 4.28 days/week (SD 1.43) 
of exercise compared to 4.89 days/week (SD 1.86) for children without a diabetic femily 
history. There was no difference in glycaemic control. Chi Square tests computed to examine 
differences between families with and without a family history of diabetes on adherence to 
general diet, carbohydrate spacing and blood-testing did not reveal any differences.
3 .8 .2  P r e - a d o l e s c e n t  o r  A d o l e s c e n t  c h i l d
Thirty-three parents of children under 13 years old reported that they took responsibility for 
the management of their child’s diabetes. Only three parents reported that their child took 
prime responsibility for diabetes. The remaining 10 parents reported sharing responsibility 
with their children. In adolescence increasing numbers of children were reported to take 
responsibility for diabetes. Sixteen adolescents were reported to take prime responsibility for 
diabetes with 14 parents reporting that they still retained prime responsibility for diabetes and 
9 reporting that responsibility was shared.
Mann Whitney U Tests indicated that there were no differenees between the illness 
representations of parents with an adolescent or pre-adolescent child. With respect to 
adherence, T-tests indicated that there was a significant difference in the mean HbAlc for 
ehildren and adolescents (t (79) = -2.376, p<0.05, two-tailed). Examination of the means 
indicated that pre-adolescents had a mean HbAlc of 8.1 (SD 1.44) compared to 8.7 (SD 1.44) 
for adoleseents. No differenees were found for adherence to exercise. Chi Square tests did
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not reveal any differences for adherence to general diet, earbohydrate spaeing or blood- 
testing.
3 .8 .3  L e n g th  o f  d i a g n o s i s
T Tests indicated that parents of children who had been diagnosed for under a year were 
significantly more likely to believe that they and/or their child had some Personal Control 
over the course of diabetes (mean 24.20, SD 2.83) eompared to parents whose child had been 
diagnosed for longer (mean 21.63, SD 3.32 ). Furthermore, T-tests also indicated that parents 
whose ehildren had been diagnosed for less than one year were also less likely to believe that 
diabetes had a Cyclieal Timeline (mean 9.53, SD 3.62) than were parents whose children had 
been diagnosed longer (mean score 12.16, SD 4.12).
With respect to adherence, T-tests and Chi Square tests did not reveal any signifieant findings.
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4. Discussion
The aim of the current study was threefold. Firstly, it aimed to investigate the illness 
representations of parents of diabetic children; secondly, it aimed to investigate the 
relationships of these illness representations to adherence to diabetes regimen and finally, it 
aimed to investigate whether illness representations and self-care differed depending on the 
family medical history, the age of the child and length of diagnosis.
Findings from previous research has supported the self-regulation theory in finding that 
components of illness representation were related to, and in some cases predicted, self­
management in adult and adolescent diabetics. The current study aimed to determine whether 
the self-regulation theory (Leventhal, Nerenz & Steele, 1984) would be supported when 
examining the illness representations of parents’ of diabetic children. It was expected that as 
primary carers for their children, and as such carrying considerable responsibility for 
adherenee to the diabetes regimen, die illness beliefs of parents would relate to their children’s 
diabetes adherenee and metabolic control. Thus, the illness representations of parents of 
diabetic children were expected to be similar to those of diabetic patients and the subsequent 
relationships with adherenee were also expected to be reflected in their children’s diabetie 
control.
Most of the previous research found greatest support for the Consequenees and Control 
components of illness representation relating to diet and exercise self-care activities 
(Hampson, Glasgow & Toobert, 1990; Hampson, Glasgow & Foster, 1995; Kavanagh, 
Gooley & Wilson, 1993; Skinner, Hampson & Fife-Shaw, 2002; Skinner, John & Hampson, 
2000). These elements of illness representation were considered to more frequently relate to 
self-care as these faetors varied to a greater extent than the other eomponents and were more 
sensitive to soeial pressures. As result of this research, it was expected that the current study 
would be most likely to find similar relationships between beliefs about Consequences and 
beliefs about Control and adherence to diet and exercise.
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4 .1  S u m m a r y  o f  f in d in g s ^ ^
The information gathered about parents’ illness representations and the children’s diabetes 
management revealed some interesting findings. However, the results obtained do not fully 
support the expected relationships between illness representations and diabetes self-care. 
Beliefs about how likely it was that the treatment would control diabetes were not reliable and 
thus the relationship to self-care could not be determined. Parental beliefs about personal 
ability to control diabetes did not relate to children’s adherenee to self-care aetivities and 
neither did beliefs about eonsequences of diabetes. Thus, the commonly found relationships 
between Consequences, Control and self-care in diabetes (Hampson, Glasgow & Toobert, 
1990; Hampson, Glasgow & Foster, 1995; Skinner, Hampson & Fife-Shaw, 2002; Skinner, 
John & Hampson, 2000) were not found in the current study. There were no relationships 
between illness representation and HbAlc or blood-testing. There were also no relationships 
between beliefs about Consequences, Personal Control or Emotional Representation and any 
elements of children’s self-care. The relationships between illness representations and self- 
care, for the sample as a whole and specific groups, will be discussed shortly but first the 
findings relating to parents illness representations and findings relating to self-care will be 
diseussed.
4 .1 .2  P a r e n t s *  I l l n e s s  R e p r e s e n t a t i o n s
The results show that most parents were neither depressed nor anxious. Thus, for the majority 
of parents’ one can suggest that their current beliefs about diabetes were not ‘coloured’ by 
current psyehologieal distress. There was common agreement amongst parents that diabetes 
was a chronic and permanent condition. The majority of parents also believed that diabetes 
was serious which had, or potentially could have, major consequences. The majority of 
parents expressed most agreement that diabetes was caused by a germ or virus; chance or bad 
luck; altered immunity or due to hereditary factors, although strength of agreement for these 
causes tended to be moderate. This is perhaps not surprising as the aetiology of diabetes is 
unelear (Johnson, 1995). Even parents with a family history of diabetes expressed only 
moderate belief in heredity as a cause. Although genetics is a risk factor even when an 
identical twin develops type one diabetes in 40% of cases the other will remain unaffected 
(Barnett, Eff, Leslie, & Pyke, 1981 cited in Johnson, 1995). So parents’ tendeney towards
Some of the findings are not readily explainable from examination of the previous literature 
which may question their validity. TJie reader is reminded that these findings were most often 
significant at a 5% probability level. Due to the high number of relationships that were 
examined the findings discussed must be interpreted with some caution due to the inereased 
chanee of type one error.
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uncertainty on this issue is to be expeeted. Most parents were more definite that they believed 
psychological, emotional, behavioural and lifestyle factors did not cause diabetes.
The results also suggested that depression was negatively related to beliefs about immunity. 
That is, those parents who expressed greatest belief in altered immunity as a cause of diabetes 
were less depressed. This finding does not appear to have been found in previous studies. 
However, Hatton et al (1995) deseribed how parents in their study would spend a lot of time 
searching for explanations of diabetes and blaming themselves despite doctors’ assurances. 
Therefore, it seems possible that parents who had greatest belief in altered immunity were less 
depressed because all the other reasons that parents proposed caused diabetes may have 
greater elements of personal blame attached to them. However, measure of depression was 
not speeifieally diabetes-related depression and therefore this explanation is not entirely 
satisfaetory. Clearly, as the data are cross-seetional causality can not be assumed.
Most parents believed that their aetions and/or the actions of their child could influence the 
outcome of diabetes; they believed the course of diabetes was under their control. There was 
mixed opinion about whether diabetes had a cyclical timeline or ehangeable pattern, although 
most parents agreed that it did. The variation in belief about cyclieal timeline or changeable 
pattern is understandable as some children may experience more fluctuations in blood sugar 
and associated symptomatology than others (Johnson, 1995). Most parents considered that 
their understanding of and beliefs about diabetes was coherent and made sense.
Logical inter-relationships between the components were shown. Emotional representation of 
diabetes was related to cyclical timeline beliefs, illness coherence and beliefs about 
consequences. Cyclical timeline beliefs and illness coherenee were also related to beliefs 
about consequences. Most parents also reported some distress and anxiety about their child’s 
diabetes although fewer parents responded that they felt angry about their child’s condition. 
It appears logical that if parents believed that the timeline of diabetes was more changeable 
and unpredictable they would also be more worried about the consequences and feel more 
worried or upset about this. The relationship with illness coherence may suggest that parents 
who spend more time worrying about diabetes have put more effort into attempting to
understand the disease and therefore perceive themselves to have a more a coherent sense of
\
diabetes. Alternatively, parents who feel they have a coherent understanding of diabetes may 
feel more upset and distressed about this ‘enlightenment’. Belief about the consequences of 
diabetes was significantly related to parental reports of anxiety. This is somewhat expeeted as 
anxiety is a future-orientated emotion (Salkovskis, 1996), that is anxious concerns are
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primarily about what might happen in the future. Similarly, the eonsequenees seale primarily 
measures concern about what might happen as a result of the condition. Thus, there is a 
logical relatedness about these two variables. Similarly, Hepburn, Langan, Deary, and Frier 
(1994, eited in Skinner, Hampson & Fife-Shaw, 2002) found that emotional instability was 
assoeiated with greater worry about hypoglycaemia. Anxiety was also significantly positively 
correlated with Emotional Representation of diabetes, as was depression. Again, this appears 
to be a logical relationship. Parents’ who were more depressed and anxious generally were 
also more distressed about their child’s diabetes. Anxiety and depression were also related to 
Illness Coherence although, in contrast to the relationship with Emotional Representation, 
anxiety and depression were both lower in individuals with greater illness coherenee. It may 
be that individuals who are more anxious and depressed have less personal resources to 
devote to forming a coherent representation of illness or that parents’ anxiety and depression 
is exaggerated by feelings of not understanding their child’s diabetes. Alternatively, it may be 
that individuals who are simply more likely to report oecasional feelings of anxiety and 
depression are also more likely to report that they are not entirely confident in their 
understanding of diabetes. In a sense, this relationship may reflect modesty. Support for this 
interpretation is that levels of depression and anxiety are actually quite low.
Most parents’ representations of diabetes were largely in agreement with the view of health 
professionals, with perhaps the exception of belief in a germ or viral cause. It is interesting 
that parents expressed sueh high belief in a germ or viral cause of diabetes given that no such 
causal agent has been found. Standiford, Turner, Allen, Drozda and McCain’s (1997) 
interviews with adolescent diabetics also found belief in a viral cause. Most of their sample 
believed that diabetes was hereditary but 20% also went on to say that they thought it was a 
virus or traumatie trigger that specifically triggered the onset. Current medical thinking is that 
diabetes is an autoimmune proeess (Johnson, 1995). What triggers this process is unclear and 
it appears that most parents believe it may have been started by a virus.
What is perhaps of coneem about parents’ responses to what eaused their child’s diabetes is 
that five parents from different clinics volunteered information to the researcher that they 
attributed their child’s diabetes to infant immunisations. It appears that for some parents the 
current eoncem about association between the measles-mumps-rubella (MMR) vaecine and 
autism (Elliman & Bedford, 2002) has also generated concern about other illnesses without a 
definite aetiology. There appears to be no suggestion from the medieal fraternity that 
childhood immunisations may have eauses diabetes but this issue supports the Leventhal, 
Nerenz and Steele’s (1984) assertion that illness representations can be influenced by culture
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and social communication. It must be remembered that only a minority of parents mentioned 
this to the researcher but it is possible that other parents responses may have been influenced 
by this belief. This area warrants further research as, as has been seen with MMR, this issue 
has the potential to undermine patient confidence.
4.1.3 Self-care
4 .1 .3 .1  R e c o l l e c t i o n  o f  R e c o m m e n d a t i o n s
Parents recalled much of the reeommendations they had been given, whieh was all 
commensurate with medical advice. Parents also reealled mueh of the advice they had been 
given by health care teams which is also in contrast to previous research (Page, Verstraete, 
Robb, & Etzweiler, 1981) which has suggested that parents can remember little information 
provided to them even immediately after consultation. That parents in the eurrent study have 
good recall of diabetes advice may reflect advances in doctor-patient communication and 
diabetes care (Ruggiero & Javorsky, 1999) and the development of the role of the nurse 
speeialist. The majority of the parents in the sample had children who had been diagnosed for 
more than a year and therefore had opportunity to form good relationships with their care 
providers and also would have repeated exposure to the same advice.
However, it is interesting to note the number of people who reported having not been given 
any advice about exercise and the variability of advice given to others. This may in part be 
explained by the appropriateness of exercise intensity for different age but it seems that all 
parents should be aware of the relevance of exercise to regulation of blood glucose (Johnson, 
1992). It is a concern that the poor adherence to exercise aspects of the regimen seen in 
adoleseent and adult diabetics in previous studies (Hampson, Glasgow & Toobert, 1990; 
Hampson, Glasgow & Foster, 1995; Skinner, Hampson & Fife-Shaw, 2002; Skinner, John & 
Hampson, 2000) may refleet a lack of promotion of this aspect of the regimen, partieularly 
early in the course of the disease. Exercise enhanees the efteetiveness of available insulin 
(Johnson, 1992) and thus, one implication of this finding is that diabetes teams need to review 
the way that advice about exercise is conveyed.
4 .1 .3 .2  A d h e r e n c e  t o  D i a b e t e s  R e g im e n
Reflecting parents’ good recall of diabetes adviee, most parents reported high adherence 
across all self-care tasks. Most parents also reported that their children always tested their 
blood everyday and the number of times recommended by their health care team. Adherenee 
to insulin taking was very high with only a tiny proportion of parents reporting that their 
children did not take always their insulin as advised. Most parents reported that their children
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were generally physically active and engaged in a speeifie exercise activity three or more days 
a week. Few parents reported that their children were less active. Most parents also reported 
that their children generally ate a healthy diet with more than a third of parents reporting that 
their children always ate a healthy diet. Regarding diet recommendations speeifie to diabetes, 
most parents reported that their child generally ate carbohydrates evenly spaced throughout 
the day with the majority reporting that this was always the case every day.
4 .1 .3 .3  R e l a t e d n e s s  o f  s e l f  c a r e  t a s k s
Children who always tested their blood everyday and the number of times recommended by 
the diabetes team (perfect testing) had significantly lower HbAlc than those who were 
reported to waiver from the ideal. Although predietive relationships were not examined in 
this study, Anderson, Ho, Brackett, Finkelstein, and Lafifel, (1997) also found a relationship 
between HbAlc and blood glucose monitoring. They found that frequency of blood glucose 
testing was predietive of HbAle, therefore one might infer that the relationship shown in this 
study also reflects this directionality. Such a direct association between self-care and HbAlc 
is not always demonstrable from research studies (Johnson, 1995). This was the only self- 
care task to show a relationship with HbAle and may suggest that famihes who more 
frequently seek this feedback about the child’s blood glucose are in a better position to take 
whatever ameliorative action is necessary and thus achieve more normative regulation of 
blood sugar. This would entirely support health professionals’ rationale for blood testing.
Parents’ whose children tested their blood perfectly, reported being less depressed than those 
who tested imperfectly. A similar relationship was found between levels of depression and 
perfect carbohydrate spacing, again these parents were less depressed. However, closer 
inspection of both these relationships revealed differenees in depression seore that would not 
be considered clinically meaningful. Although parents who reported imperfect blood testing 
and carbohydrate testing did score slightly higher on depression scores the mean scores for 
both groups were well within the elinieally normal range. Again, it seems more realistie to 
interpret this finding as suggesting that those parents who are more comfortable disclosing 
normal feelings of depression are also more comfortable disclosing that their child’s self-care 
aetivities were not always perfeet. Perhaps what is more interesting is that parents who 
reported their children as perfectly adhering to these self-care tasks also reported very few 
feelings of depression, even within the normal range. This prompts consideration of soeial 
response bias. Possibly, parents who are keen to present their children as ‘perfeet’ also wish 
to present themselves as ‘perfect’ with respect to mental health.
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4 .1 ,3 . 4  N u r s e  R a t i n g s
The majority of ratings given by the nurses also suggested that the sample consisted of 
families where diabetes was well managed. Although there was a wide range of views from 
the nurse about how well diabetes was managed the standard deviation was relatively narrow. 
Perfect blood testers had better scores from the nurse. Furthermore, better nurse ratings were 
also related to better metabolic control and perfect adherence carbohydrate spacing. These 
relationships lend some support to the usefulness and faee validity of this simple measure of 
adherence that may not be as susceptible to bias as parental self-report. One may have 
expeeted HbAlc to correlate with the nurse ratings but it is also interesting to note the 
relationship with other self-care tasks. This suggests that the nurses are able to take into 
account other information provided by the family when making their judgement about the 
family’s success at diabetes management. It also supports the notion that although social 
responding may be a problem within the sample, it is not the only explanation for sueh 
apparent high adherence. Ratings of diabetes management from the nurse also positively 
correlated with parental belief in their illness coherenee. This may suggest something about 
the nurse-family relationship. It is possible that the nurse’s ratings are also informed by the 
parent’s communication of their understanding of diabetes. It also seems possible that parents 
who have a better relationship with the nurse may benefit more from the nurse’s advice and 
thus develop better illness eoherence.
4.2 Summary of Adherence Findings
To summarise, most parents reported that their children had very good adherence to all 
aspeets of the diabetes regimen with relatively little example of even moderate adherenee and 
few examples of poorer adherenee. Although there was greater variation in the lifestyle 
aspeets of the regime (diet and exercise) than the medical aspects of the regime (blood-testing 
and insulin), which is consistent with previous research (Johnson, 1991; Glasgow et al, 1997; 
Hampson, Glasgow & Toobert, 1990; Hampson, Glasgow & Foster, 1995; Skinner, Hampson 
& Fife-Shaw, 2002; Skinner, John & Hampson, 2000) previous studies with adults and 
adolescents have much greater variability in adherence and metabolic control. Griva, Myer 
and Newman’s (2000) study of self-effreacy in parents of diabetic children had similar sample 
size to the current study, and participants were recruited consecutively from regular clinics, 
but they found at least 50% of the sample could be classified as less than ideal adherers. 
Orme and Binik (1989) reported adherenee rates from 30-90% in their adult diabetic sample. 
Examination of the mean and standard deviation of scores on self-care activities for the 
adolescents in Skinner and Hampson’s (1998) study reveals that on all areas, with the 
exeeption of insulin adherenee, scores showed more variability. Furthermore, 25% of the
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adolescents reported that they did none or only a few of the blood tests recommended by the 
team.
4.3 Glycaemic Control
Most of the children in the current study also had appropriate levels of glycosylated 
haemoglobin. There were few incidenees of HbAlc levels that would be considered poor. 
This is in contrast to previous research. Davis et al.’s (2001) study of parenting styles of 
parents of diabetic children was similar in methodology and recruitment to the current study 
but their sample had 43% with glycosylated haemoglobin values more than 4 standard 
deviations above the normal range and a further 18% with values more than 6 standard 
deviations above the normal range. Schroff-Pendley et al. (2002) reported that more than 40% 
of their sample had HbAlc levels above 9.4% and Gowers et al. (1995) reported that of 78 
paitieipants 38 had a means HbAlc of 14.1%. Brown et al. (1991) reported that 43% of their 
sample had HbAlc above 10%. In the current study there were many fewer examples of such 
poor control. Examination of demographic variables in these studies did not reveal other 
marked differences in the baekground of the paitieipants. Although some studies had 
participants with poorer educational attainment (Anderson et al, 1996, Gowers et al., 1995) 
other studies were commensurate with the current study on educational and occupational 
background and yet still differed on adherence and glycaemic control (Davis et al., 2001, 
Jacobson et al, 1994, Skinner & Hampson, 1998). Rates of adherence and level of glycaemic 
control were the greatest difference.
4.4 The Relationship of Parents’ Illness Representations to Child’s Adherence to 
Diabetes Regimen Activities?
Although not the relationships expected, there were some assoeiations between illness 
representations and self-care. There were relationships between beliefs about Causes and 
beliefs about Timeline and aspects of the self-care regime.
4 .4 .1 .  B e l i e f s  a b o u t  C a u s e s  o f  d i a b e t e s  a n d  A d h e r e n c e
Relationships between adherence and beliefs about the initial causes of diabetes have not been 
reported in previous researeh. However, the current study found three signifieant 
relationships between causal beliefs and adherence. Firstly, beliefs that chanee or bad luck 
caused diabetes was significantly positively related to the amount of exercise done by the 
child. Secondly, belief that a germ or virus may have caused diabetes was related to spacing 
of carbohydrates. Those children who were reported to always evenly spaee carbohydrates 
throughout the day had parents who were more likely to consider that germs or viruses may
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have caused their ehild’s diabetes. Finally, children who were reported to always eat a 
generally healthy diet also had parents who were more likely to cite germs or viruses as a 
cause of diabetes. Literature searches have failed to suggest an explanation for these findings. 
It is possible that these relationships are due to type one error or are not clinically meaningful. 
However, some attempts at tentative explanations will be made. Firstly, it may be that the 
diabetic children who did most exercise had also been more physically active before diagnosis 
and as such were considered to be in good health by their parents. Thus, a less medieally- 
laden explanation for their child developing diabetes had a better ‘fit’ within their illness 
representation. Secondly, belief in viral causes of diabetes appears to relate to food-related 
behaviours. It may be that parents beliefs about viruses leads them to be more conscientious 
about what and how they feed their diabetie child, possibly in an attempt to avoid further 
infections. Clearly these interpretations are entirely speculative and further exploration of 
parents’ beliefs about causes of illness, particularly germs and viruses, and caring behaviours 
is needed.
4 . 4 .2  B e l i e f s  a b o u t  D i a b e t e s  T im e l in e  a n d  A d h e r e n c e
Stronger belief that diabetes had a cyclical timeline was inversely related to the amount of 
exercise done by the child. That is, less exercise was done by children whose parents believed 
that diabetes was changeable and fluetuating. Exereise enhances the effectiveness of available 
insulin (Johnson, 1992) and thus it is possible that parents whose children exercise less 
frequently are more likely to observe changeable and fluctuating symptoms of diabetes 
because the insulin would be utilised less effectively and one may expect less regulation of 
blood glueose resulting in parents having more opportunity to observe symptoms of hyper- 
and hypo-glycaemia.
4.5 Summary of Overall Findings
The findings discussed so far are interesting, albeit not completely understandable without 
further research, but they are not in aceordance with previous findings and the most plausible 
explanations of the findings do not suggest that beliefs are driving self-care behaviours as the 
self-regulation model would suggest. Possible explanations as to why the expected 
relationships were not found will be discussed later but first the relationships between illness 
representations, self care and family history, age of ehild and length of diagnosis will be 
discussed.
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4.6 Examination of Sub-groups
4 .6 .1  F a m i l y  h i s t o r y  o f  d i a b e t e s
Firstly, it was speculated that parents with a family history of diabetes may have had different 
illness representations than those with no sueh family history, primarily because of Leventhal, 
Neventhal and Steele’s (1984) assertion that illness experience and communication of ‘social 
myth’ can influence the formation and revision of beliefs. Predictably, these parents who had 
greater belief that diabetes was inherited, although curiously even those with a family history 
tended to give only moderate agreement with this as a cause. There was also a trend towards 
parents with a femily history of diabetes to more often cite a germ or virus as a possible cause 
for diabetes. However, no correlation between Hereditary causes and Germ or Viral causes 
was found and thus it does not appear that parents beheved it was a germ or virus that was 
being inherited. Parents with a family history of diabetes reported that their children did 
significantly less exercise than parents without a family history of diabetes. However, 
examination of the means revealed less than half a day difference between the groups so this 
result was not deemed clinically meaningful.
4 .6 .2  C h i ld r e n  a n d  a d o l e s c e n t s
Secondly, it was also speculated that differences may exist depending on the age of the child, 
and more precisely it was expected that differenees may be found in the illness representations 
and diabetes management of parents of adolescents compared to those of parents of younger 
children. The results indicated that, in keeping with previous research, adolescents assume 
greater responsibility for diabetes care than children (Anderson et al, 1990). Adoleseents 
tended to have a higher HbAlc compared to children but no other differenees were found. 
Other researchers have also found that HbAlc was higher in adolescents (cf Anderson, et al., 
1997). This has often been attributed to deteriorating self-care (Schroff-Pendley et al, 2002; 
Skinner et al., 2000) However, this study failed to show any differences in self-care for 
children and adolescents. This may suggest that it is other influences that are creating the 
apparent deterioration in metabolic control. It may be that the psychosoeial challenges 
eneountered in adolescenee (Skinner et al., 2000) have created more stress for the child which 
has adversely affected metabolic control (Cox & Gonder-Frederick, 1992). Furthermore, the 
growth and hormonal changes assoeiated with adoleseenee can impact glycaemic control 
(Anderson et al., 1981). Alternatively, it may be that parents are inadequate informants on 
their adolescents adherence to self-care. Rapoff (1999) states that parents may not have 
access to relevant material. Adoleseent children, partieularly, may spend considerable 
amounts of time away from their parents meaning that parents only report on what they see
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which may not be representative. Although, Johnson, Tomer, Cunningham and Henretta 
(1990) found good to excellent parent/child agreement from 24 hour interviews on adherence 
it may be that the parents of adolescents should be excluded from a replication study. 
Alternatively, a more robust version of the current study would be to ask the children about 
adherence to cheek for reliability. To do this was beyond the scope of the current study.
4 .6 .3  L e n g th  o f  d i a g n o s i s
Finally, it was speculated that, illness representations and illness behaviours may change with 
increasing familiarity of a disease. It was hypothesised that the illness representations of 
parents of children diagnosed less than a year, when a child’s pancreas may continue to make 
insulin (Schroff-Pendley et al., 2002), may differ from those parents whose children had been 
diagnosed for longer. Parents of children with a diagnosis less than a year were more likely to 
believe that diabetes was under personal control. Significant differences in HbAlc were not 
seen and thus it does not appear that parents of newly diagnosed children were more 
successful in managing the regime. Rather it appears that these parents of newer diagnosed 
children had more optimism about their ability to control the condition. Possibly, the longer a 
child has been diagnosed the more opportunity there is to experience unwanted effects of 
diabetes, sueh as hypoglycaemia which may dent parents confidence in their own abilities to 
control the condition. This is supported by Hatton et al. (1995) who described the changes in 
reaction and coping from initial diagnosis to later in disease course.
Parents of newer diagnosed children also had less belief that diabetes had a cyelical timeline. 
This may reflect the action of residual insulin in regulating blood glucose, so that day to day 
symptoms appear more consistent than in frmilies where glucose control in completely reliant 
on exogenous insulin.
4.7 So why were the findings not in line with expectations?
4 .7 .1  A c c e p t i n g  t h a t  t h e r e  i s  n o  r e l a t i o n s h i p  -  * g e t t i n g  o n  w i th  c a r in g *  h y p o t h e s i s  
One possibility for the lack of expected relationships between illness representation and self- 
eare is that we aceept the null hypothesis that an association simply does not exist. Afterall, 
self-eare can be influeneed by many faetors, of whieh illness representations are just one 
(Skinner and Hampson, 2001). One explanation is that the self-regulation model does not 
readily translate to third parties. That is, although illness beliefs may determine one’s own 
eoping and illness behaviour they do not determine one’s behaviour for caring for a 
dependant. Some of the previous research has examined coping and adherence (Hamp, 1984;
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Holden, Friend, Gault, Kager, Foltz, & White, 1991). In aceordanee with the self-regulation 
model it was hypothesised that coping would reflect underlying beliefs about diabetes, the 
current research findings suggest that this may not be the case for parents. It may be that the 
cognitions that determine caring for a child’s illness are different from the five component 
factors proposed by Leventhal, Nerenz, and Steele (1984).
There is some evidence that parents’ focus on ‘good’ caring for their child means that their 
own personal beliefs and attitudes are superseded by the desire to be a good parent (Hatton et 
al., 1995). Hatton et al., (1995) describes how interviews with parents of diabetic children 
revealed that parents reaehed a point after diagnosis where they “understood that they had ‘no 
choice in the matter’. Their child’s fiiture health was dependent on their own ability to cope 
and manage the day-to-day care. The coping strategies they developed and used included 
being assertive and advoeating for their child; dealing with their child’s needs, albeit in a 
shocked and robot-like state” (p572). Hatton’s description suggests a level of detachment 
from one’s thoughts and feelings in order to benefit the child. She goes on to describe how 
parents “coped by being totally vigilant and methodieal with their child’s medical regimen” 
(p572) what some parents referred to as “getting on with the job” (p572) and showing “a deep, 
personal commitment to protecting and preserving their child’s life and health at any cost” 
(p574). So, it could be that little assoeiation was shown beeause parents are drawing on their 
desire to be a competent parent rather than their own illness beliefs when caring for their 
diabetic child. This explanation proposes that other cognitions may be predictive of parents’ 
illness behaviour but another explanation may be that, in keeping with previous research 
(Davis et al, 2001; Florian & Elad, 1998; Hamp, 1984; Jacobson et al, 1994), it is family 
environment and atmosphere rather than cognition that determines self-care and metabolic 
control.
4 .7 .2  A c c e p t i n g  n u l l  h y p o t h e s i s  - g e n e r a l f a m i l y  t o n e  m o r e  i m p o r ta n t  t h a n  c o g n i t i o n  
It was speculated that some of the previous researeh examining these family variables may 
also have reflected differences in representations of diabetes between the families. For 
example, it was hypothesised that the relationship between maternal sense of empowerment 
and adherence seen in Florian and Elad’s (1998) study may also have reflected differences in 
beliefs about personal control. However, the lack of expected relationship between illness 
representation and self-eare may suggest that these family faetors are distinet from illness 
cognitions. It may be that other factors, independent of the child’s illness influence illness 
behaviour. The research with family environment and tone may suggest that it is the nature of 
the family relationships and communication as a whole, beyond the sphere of illness, which
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predicts illness. Jacobson et al.’s (1994) longitudinal study would provide support for this as 
they found that although family organisation, structure, planning and responsibility were 
predietive of adherence it was affective tone in family relationships there were more important 
influenees on HbAlc. If this is the case then the meehanisms by which this impacts of self- 
care and metabolic control needs to be clarified. Davis et al., (2002) hypothesised that 
parental affective tone may impact on the child’s adherence through the mechanism of 
developing the child’s self-control but this needs to be further investigated and particularly the 
mechanism of how family environment influenees diabetes management for children who are 
less responsible for the regime than their parents.
4 .7 .3  R e j e c t i n g  t h e  n u l l  h y p o t h e s i s
However, it is possible that the expected relationships do exist but were not found in this 
instance. Mueh of Hampson’s research into illness beliefs and behaviour has been conducted 
with type two adult diabeties and thus obvious differenees with the current example exist. 
However, other researchers (Skinner, John & Hampson, 2000) have found relationships 
between illness representations and self-care for type I diabeties and thus differences in type 
of diabetes appears an insuffieient explanation for lack of findings. Furthermore, the self- 
regulation model is not confined to diabetes.
As previously stated the current study found very high levels of adherence across all self-care 
tasks. That adherence to the diabetes regimen in the sample is loaded towards good adherence 
makes it more difficult for an association to be found but also calls into question why 
adherence appears to be so good compared to previous studies.
4 . 7 .4  L a c k  o f  f i n d i n g s  d u e  t o  s o c i a l l y  d e s i r a b l e  r e s p o n d in g
The discrepancy may be due to socially desirable responding. There is considerable evidence 
that socially desirable responding (i.e giving responses to please others) influences reports of 
adherenee (LaGreca & Schuman, 1995). Although all studies using self-report are suseeptible 
to self-report bias it is speculated that asking parents to report on their caring for a chronically 
sick child may be particularly susceptible to sueh a bias. Smyth and Judd (1993) examined 
parent reports of adherenee to antibiotic treatment for their children and found that 97% of 
parents reported their children took the antibiotics everyday but only 69% of the urine assays 
were positive. Furthermore, Hatton et al.,’s (1995) interviews with parents of diabetic 
children also give an example of a mother stating “I don’t know what the staff thought -  
probably that I was unfit to be a mother” which may support the notion that parents of diabetic 
children are keen to present themselves as fit caregivers and as such be susceptible to socially
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desirable and defensive responding. As Gowers et al., (1995) state “any findings are limited 
by the families’ own insights into their functioning and what they are prepared to disclose” (p 
1000).
At present there does not appear to be any researeh supporting the notion that to report about 
care-giving of a dependent is more susceptible to bias than to reports about care of oneself and 
therefore this speculation would require further investigation. This may also have 
implications for the design of future studies, whieh will be diseussed later. However, it seems 
unlikely that socially desirable responding could fully account for the findings, or lack of 
findings. In addition to the differences in reports of adherence firom previous studies there 
was, as previously stated, also a difference in the range of metabolie control scores. The 
majority of HbAlc scores were within a well-managed range and clearly these recordings are 
not suseeptible to social response bias. This may suggest that parents’ reports of self-care 
aetually refleets exeeptional adherenee to the prescribed regimen and associated good 
metabolic control. As this appears discrepant to the previous research in this and related areas 
reviewed earlier some explanation is needed.
4.7.5 Value o f Multi-disciplinary Team
Leventhal, Diefenbach and Leventhal (1992) report that adherence is high when both 
praetitioner and patient have common representations. In the current study it is apparent most 
parents have illness representations that would largely be in common with that of medical 
professionals. That parents have an understanding of diabetes commensurate with that of the 
team, report good recall of diabetes adviee and feel that their model of diabetes is coherent 
points to the success of the clinics in communicating with and supporting parents in their task 
of caring for diabetic children. The organisation of the care system and contact with other 
people particularly practitioners can affect illness representation (Leventhal, Nerenz & Steele, 
1984). The importance of the diabetes team in supporting parents and influeneing self-eare 
has been recognised by many researchers (Anderson & Bracket, 2000; Hatton et al., 1995; 
Kushion, Salisbury, Seitz & Wilson, 1991). Kushion et al., (1991) state that a multi- 
diseiplinary team approaeh is neeessary to address the physiologieal and psyehosocial needs 
of the children and their families. All of the clinics involved in the study had specialist nurses 
and one clinie also had a specialist paediatric dietician and paediatric psychologist present 
during the eonsultations.
One possibility is that the participating clinics have been suecessful in making use of 
advances in recommendations, technology and research into behavioural and emotional
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factors critical to diabetes adherenee and control (Anderson & Brackett, 2000, Johnson, 1995). 
It has been acknowledged that the Diabetes Control and Complications Trial has had a 
profound effect on diabetes care (Ruggiero & Javorsky, 1999). Anderson and Brackett (2000) 
state that such a multi-disciplinary approach is essential for “translation of advanees such as 
the DCCT reeommendations and the prevention of problems...that have plagued previous 
cohorts of children and femilies” (pi9). They state that a multi-disciplinary team can offer a 
healthy future to young patients and can work to prevent problems or to intervene before 
problems overwhelm families. Therefore, it could be interpreted that parents’ good 
understanding of diabetes, adherence and metabolic control in the current study pays 
compliment to the efforts of the participating clinics in achieving these aims.
4 . 7. 6  R e c r u i t m e n t  P r o b l e m s  -  s a m p l e  b i a s
It appears that the parents in the study have benefited from the advances in diabetes care but 
one also has to consider that this sample may be overlooking the views and self-care activities 
of those not included in the study. Thus, the sample may be biased. The response rate in the 
current investigation was reasonable, although slightly lower, compared to previous studies 
(e.g. Anderson et al., 1996; Davis et al., 2001; Florian & Elad, 1998) however, as a proportion 
of the complete diabetie population aeross the three partieipating clinies the sample represents 
only a quarter of the diabetic population across the three sites, accounting for those not 
eligible or not encountered during the data collection period. As the researcher was not a 
member of staff at any of participating clinics it was not possible to ascertain the 
representativeness of the sample against those who declined to partieipate. Approaching 
consecutive patients was meant to improve representativeness (Glasgow & Anderson, 1995) 
rather than relying on volunteer samples. However, although parents were reeruited in this 
way parents still chose to take the study materials home and not return them. Furthermore, 
families who did not attend their appointment -  those who frequently have more difficult 
managing diabetes (cf White et al., 1984), were then not included in the study. Thus, self­
selection was still apparent. Furthermore, at the third clinic this method of recruitment was 
not permitted by the local research ethics committee and interested parents had to contact the 
researeher expressing interest in participating and as has been seen this affected response rate. 
These issues mean that the problems typically cited as impeding research conducted with 
convenience samples, such as volunteers often being healthier, better educated, more 
soeioeeonomieally advantaged, more motivated and more interested in the issues being 
studied (Glasgow & Anderson, 1995), are likely to have affected the current research. Further 
evidence that the sample laeked frir representation of femilies who had more difficulty 
managing diabetes came from the clinic nurses. The clinic teams were aware of who was
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participating and it became apparent that disproportionate numbers of poor adherers were not 
participating, compared to good adherers not participating. Predictably this problem was 
more pronounced at the third clinic. The problem of recruiting representative samples is ever­
present for psychosocial researchers (Glasgow & Anderson, 1995) and is likely to continue as 
ethics committees and researchers attempt to balance the desire to protect patients and study 
vulnerable and hard to access groups.
4.8 Limitations in Design
There may also have been facets of the design that encouraged socially desirably responding. 
Johnson (1993) states that patients may over-estimate or be deliberately deceptive about their 
adherence so as to protect their relationship with the health care provider or at least avoid 
disapproval. Most of the participants in the current study were recruited at their clinical 
appointment and many then immediately completed the study materials. At one recruitment 
site it was a condition of ethical approval tiiat the researcher be introduced to families via a 
member of the clinical team and at a further site it was necessary for the consultant 
diabetologist to write to all eligible parents inviting them to partieipate. Furthermore, the 
information sheet made it clear that the clinic nurse would be asked to comment on diabetes 
management. It is possible that these fectors, despite assurances of confidentiality, led parents 
to overestimate how involved the clinics were in the project, leading to exaggerate or deceive 
about adherence. There is some evidence that interviews can improve self-disclosure and 
encourage a sense of perspective (Hatton et al., 1995). Furthermore, Weinman et al. (1996) 
initial study validating the IPQ against interviews eliciting illness representations suggested 
that for some patients being interviewed before completing the IPQ made responding 
appropriately easier as the relevant illness sehemata had been activated. Priming in this way 
may enable responses to reflect more genuine illness beliefs.
Hampson (1997) study also measured illness representations on a separate occasion to 
measuring adherence. In the current investigation this was not possible but it is acknowledged 
that measuring both variables at the same time point may have led parents to focus on creating 
consisteney between their beliefs and care for their child, thereby alleviating dissonanee 
(Festinger, 1957). Thus, where possible, future studies may be advised to measure variables 
on separate oecasions.
4 .8 .1  P o s s i b l e  C h a n g e s  in  M e a s u r e s
Concerns about socially desirable responding have already been discussed and some changes 
to the design are suggested. There is no error-free method of measuring adherence, however.
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accurate information is more likely to be gathered when questions are non-judgemental 
(Rapoff, 1999). Toobert, Glasgow and Hampson (2000) acknowledge that the SDSCA is 
subject to some social desirability bias but it is unclear how much relative to other measures. 
Future studies could include a measure of soeial response bias so as to attempt to control this 
phenomenon. It would also be interesting to replieate the study using Harris et al., (2000) 
structured interview for the assessment of diabetes self-management. The interview has the 
advantage of being more speeifieally designed for measuring adherence in children and also 
measures a greater range of self-care aetivities thus allowing for a greater range in response. 
It is possible that the interview format could also enhance self-disclosure and activate recall 
(Weinman et al., 1996) but this needs to be balanced against the practicalities of using 
interviews.
Furthermore, mueh of the existing research in this area uses questionnaires or interviews 
based on Hampson’s personal models of diabetes. The eight-item personal model of diabetes 
questionnaire was not rehable enough for use in this study but it may be that evidence of a 
relationship would be more forthcoming using a diabetes-specific tool. Skinner, Howells, 
Greene, Edgar, McEvilly, and Johansson (2002) have been developing a diabetes specific 
illness representation questionnaire which is theoretically driven by both the self-regulation 
model and Hampson’s personal model of diabetes. It may be that this new tool’s speeificity to 
diabetes would allow form a greater range in belief to be measured as items would be less 
general that in tiie IPQ-R..
4 .8 .2  C h a n g e s  t o  f u t u r e  d e s i g n s
Despite the concern about representiveness the current study could, in other ways, be 
considered too heterogeneous in the composition of children with different ages and length of 
diagnosis. Although efforts were made to examine any differenees between groups at the 
most obvious points of division, it may be that relationships between parents illness 
representations are being masked by the heterogeneity of children. Anderson and Braekett 
(2000) are clear that children in paediatric research need to be examined aecording to 
developmental stage and that the current age-banding in research is too broad for specific 
challenges to different aged children to be discovered or alternatively leading to results being 
over-generalised. Therefore, future research in this area could focus on a more specific group 
of children or collect a sample large enough for sub-sample analyses. Furthermore, 
reeruitment of participants could be more ‘quota’ led with attention given throughout 
recruitment as to whether there was balaneed representation of adherence, age and length of
2 1 2
Major Research Project
diagnosis. It is important to balance the desire to eliminate as many confounding factors as 
possible with the need for research to be generahsable.
4.9 Future Research and Clinical Implications
Some areas for future research and clinical implications have already been proposed 
throughout the discussion. Interpretation of the significant findings has in part involved some 
speeulation as they reflect new contributions to the area. Thus, future researeh needs to 
fiirther clarify relationships before clinical implications are more striking. In light of the 
apparent good adherence and metabolic control of this sample, the clinical implications appear 
in aceordanee with previous research in suggesting that a multi-disciplinary team is effeetive 
in serving the needs of diabetic children and their families.
With respeet to the expeeted relationships, further research is needed to investigate beliefs 
about good parenting and the relative contribution of cognitions and femily atmosphere and 
warmth to self-care and metabolic control. From the findings about illness representations 
some investigation into parents’ beliefs about the causes of illness, even beyond diabetes, 
would add to the research base. This would be particularly useful given the burgeoning 
amount of the public interest in food, intolerances, allergies, vaccinations and pollution. The 
current research may be suggestive of how such information may be integrated into parental 
beliefs and care-giving and have implications for how the aetiology of diabetes is 
communieated to newly-diagnosed families.
Also of interest would be parental illness representations and diabetes management with 
parents of children with Type II diabetes. All the children in the current study had Type I 
diabetes and there is reason to believe that illness representations and self-care may differ in 
families with a ehild with Type II diabetes. Type II diabetes has a clearer aetiology in poor 
diet and sedentary lifestyle (Johnson, 1994). Johnson (1994) speculates that the families of 
these ehildren may be less likely to have a generally healthy lifestyle, be more sedentary and 
consume high fat diets. As such these families may have more difficulty adhering to the self- 
care regimen and may also have different illness representations than parents of Type I 
diabetic children. This would be a interesting area for new research, especially with the 
increasing rates of Type H diabetes amongst children (Ehtisham, Barrett & Shaw, 2000).
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5. Conclusions
In conclusion, the current study has contributed new information to this field. Information 
about the illness representations of parents has revealed that they are largely similar to that of 
medical professionals. Parents also feel that their illness representations are coherent and 
thus, are not mystified by their child’s diabetes. Some interesting beliefs about viral causes of 
diabetes and associations with self-care tasks were revealed but further research would be 
needed to understand these relationships. Overall, parents reported high levels of adherenee 
and despite some coneems about soeially desirable responding, measures of HbAlc suggested 
that parents in the sample were managing diabetes well. The possibility that this reflected the 
advances of multi-disciplinary team management of diabetes and communication with 
families was explored.
Relationships between beliefs about Control and Consequences and diabetes management 
were not found. The likelihood that the self-regulation model can not be applied to parents 
caring for an ill child was explored. It was proposed that parents’ behefs about being a good 
parent may determine adherenee more than their own beliefs. Alternatively, it was proposed 
that general family environment and warmth may be unrelated to illness beliefs but be more 
pertinent in determining adherence and metabolic control. These ideas need to be explored 
further. However, it also seemed possible that the expeeted relationship was not found for 
other reasons. Problems with socially desirable responding were discussed with the 
possibility that this is exaggerated in parents. Furthermore, it was proposed that the sample 
may be biased towards well motivated and healthier families. Given the ambiguous 
interpretation of the results some improvements to the design were suggested, partieularly 
changes to the measures and suggestions about recruiting a more representative range of 
participants. It is hoped that replication and expansion of the research with attention to these 
issues and ideas will further contribute to the knowledge base about the self-regulation model 
and about parents of diabetic children.
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Background Information Questionnaire
This information is important to check that the research stu(fy includes the views and experiences from 
a wide range of parents. However, if you feel uncomfortable about completing any section of this 
questionnaire please leave the section blank.
Are you your child’s mother or fatlier? 
How old are you?
What is your occupation?
Mother/Father
years
What is your highest level of education? Please tick
□ No formal
qualifications
□ CSE/GCSE/O-level or
equivalent
□ A-level or equivalent
□ Certificate of Higher
Education or
equivalent
□ Diploma of Higher
Education or
equivalent
□ Degree or equivalent
□ Doctorate/PhD or
higher
What is your marital status? Please circle 
To what ethnic group do you belong? Please tick
Single/Co-habiting/Married/Separated/Divorced
Do you have diabetes?
Does anyone else in your family other than your child have diabetes? Yes/No
If yes, who? Please circle 
Partner/Grandparent/Aunt/Uncle/Sibling
How long has your child had diabetes? _____
Who takes most responsibility for managing your child’s diabetes?
□ White British
□ Black British
□ Black-Caribbean
□ Black-African
□ Black-other
□ Indian
□ Pakistani
□ Bangladeshi
□ Chinese
□ Other
Yes/No
Other______
_months^ears
Parents/Cliild/Other
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ILLNESS PERCEPTION QUESTIONNAIRE (IPQ-R)
YOUR VIEWS ABOUT YOUR CHILD’S DIABETES
We are interested in your own personal views of how you now see your child’s diabetes.
Please indicate how much you agree or disagree with the following statements about your 
illness by ticking the appropriate box.
STRONGLY
DISAGREE
DISAGREE NEITHER
AGREE
NOR
DISAGREE
AGREE STRONGLY
AGREE
IPI* My child’s 
diabetes will 
last a short 
time
IP2 My child’s 
diabetes is 
likely to be 
permanent 
rather than 
temporary
IP3 My child’s 
diabetes will 
last for a long 
time
IP4* My child’s 
diabetes will 
pass quickly
IP5 I expect my 
child to have 
diabetes for 
the rest of 
their life
IP6 Diabetes is a
serious
condition
IP7 My child’s 
diabetes has 
major
consequences 
on him/her
IPS* My child’s 
diabetes does 
not have 
much effect 
on his/her life
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IP9 My child’s 
diabetes has 
serious 
financial 
consequences
IPIO My child’s
diabetes
causes
difficulties for 
those who are 
close to 
him/her
IP ll There is a lot 
which I/my 
child can do 
to control 
their
symptoms
IP 12 What my 
child does/I do 
can determine 
whether their 
diabetes gets 
better or 
worse
IP 14 The course of 
my child’s 
diabetes 
depends on 
them/me
IP15* Nothing my 
child does will 
affect their 
diabetes
IP16 I/My child has 
the power to 
influence their 
diabetes
IP17* My/My 
child’s actions 
will have no 
affect on the 
outcome of 
their diabetes
IP 18* My child’s 
diabetes will 
improve in 
time
IP19* There is very 
little that can 
be done that 
will affect my
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child’s
diabetes
IP20 My child’s 
treatment will 
be effective in 
curing his/her 
diabetes
IP21 The negative 
effects of my 
child’s 
diabetes can 
be prevented 
(avoided) by 
his/her 
treatment
STRONGLY
DISAGREE
DISAGREE NEITHER
AGREE
NOR
DISAGREE
AGREE STRONGLY
AGREE
IP22 My child’s 
treatment can 
control 
his/her 
diabetes
IP23* There is 
nothing which 
can help my 
child’s 
diabetes
1P24 The
symptoms of 
my child’s 
condition are 
puzzling to me
IP25 My child’s 
diabetes is a 
mystery to me
IP26 I don’t 
understand 
my child’s 
diabetes
IP27 My child’s 
diabetes 
doesn’t make 
any sense to 
me
IP28* I have a clear 
picture or 
understanding 
of my child’s 
condition
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IP29 The
symptoms of 
my child’s 
diabetes 
change a great 
deal from day 
to day
IP30 My child’s 
symptoms 
come and go 
in cycles
IP31 My child’s 
diabetes is 
very
unpredictable
IP32 My child goes 
through cycles 
in which 
his/her 
diabetes gets 
better and 
worse
IP33 I get
depressed 
when I think 
about my 
child’s 
diabetes
IP34 When I think 
about my 
child’s
diabetes I get 
upset
IP35 My child’s 
diabetes 
makes me feel 
angry
IP36* My child’s 
diabetes does 
not worry me
IP37 My child 
having 
diabetes 
makes me feel 
anxious
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CAUSES OF MY CHILD’S DIABETES
I am interested in what you consider may have been the cause of your child’s diabetes. As 
people are very different, there is no correct answer for this question. I am most interested in 
your own views about the faetors that caused your child’s diabetes rather than what others 
including doctors or family may have suggested to you. Below is a list of possible causes for 
your child’s diabetes. Please indicate how much you agree or disagree that they were causes
STRONGLY
DISAGREE
DISAGREE NEITHER
AGREE
NOR
DISAGREE
AGREE STRONGLY
AGREE
Cl Stress or 
worry
C2 Hereditary - 
it runs in 
our family
C3 A germ or 
virus
C4 Diet or
eating
habits
C5 Chance or 
bad luck
C6 Poor
medical care 
in my/my 
child’s past
C7 Pollution in 
the
environment
C8 My
behaviour
C8a My child’s 
behaviour
C9 My mental 
attitude e.g. 
thinking 
about life 
negatively
C9a My child’s 
mental 
attitude e.g. 
thinking 
about life
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negatively
CIO Family 
problems or 
worries
cil Overwork
C12 My
emotional
state e.g.
feeling
down,
lonely,
anxious,
empty
C12a My child’s
emotional
state e.g.
feeling
down,
lonely,
anxious,
empty
C14 Drinking
alcohol
during
pregnancy
C15 Smoking
during
pregnancy
C16 Accident or 
injury
C17 My
personality
C17a My child’s 
personality
C18 Altered
Immunity
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We would like to know your VIEWS and how you FEEL about taking care of your ehild’s 
diabetes. Please choose the answer that best deseribes how you FEEL about each question.
How serious is your child’s diabetes?
Not at all Slightly Fairly Very Extremely
serious serious
□ □ □ □ □
How worried are you about you child developing complications of diabetes?
Not at all Slightly Fairly Very Extremely
worried worried
□ □ □ □ □
How important is it for controlling your child’s diabetes, for your child to follow self- 
care recommendations (diet, exercise, glucose testing)?
Not at all Shghtly Fairly Very Extremely
important important
□ □ □ □ □
How frustrated do you feel when trying to take care of your child’s diabetes (e.g. diet, 
injections, glucose testing)?
Not at all Slightly Fairly Very Extremely
frustrated frustrated
□ □ □ □ □
How important is controlling your child’s blood glucose levels, for avoiding the 
complications of diabetes?
Not at all Slightly Fairly Very Extremely
important important
□ □ □ □ □
How much has having a child with diabetes changed your activities (such as hobbies, 
seeing friends, sports)?
Not at all Slightly Fairly Very Extremely
□ □ □ □ □
How important do you believe healthy eating is for controlling your child’s diabetes?
Not at all Slightly Fairly Very Extremely
important important
□ □ □ □ □
How likely do you think it is that healthy eating will prevent future complications of 
your child’s diabetes?
Not at all Slightly Fairly Very Extremely
likely likely
□ □ □ □ □
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Summary of Diabetes Self-Care Activities
The questions below ask you about your child’s diabetes self-care activities during the past 7 
days. If your child has been unwell during the past 7 days, please think back to the last 7 days 
that they were not unwell.
If you are not sure please estimate and try not to miss any questions out.
Diet
How many of the last SEVEN DAYS has your child followed a healthy eating plan?
0 1 2 3 4 5 6 7
On average, over the past month, how many DAYS PER WEEK has your child followed their 
eating plan?
0 1 2 3 4 5 6 7
On how many of the last SEVEN DAYS did your child eat five or more servings of fruits and 
vegetables?
0 1 2 3 4 5 6 7
On how many of the last SEVEN DAYS did your child eat high fat foods such as red meat or 
full-fat dairy products?
0 1 2 3 4 5 6 7
Exercise
On how many of the last SEVEN DAYS did your child participate in at least 20 minutes of 
physical activity? (Total minutes of continuous activity, including walking).
0 1 2 3 4 5 6 7
On how many of the SEVEN DAYS did your child participate in a specific exercise session 
(such as swimming, walking, cycling) other than what your child would usually do around the 
house?
0 1 2 3 4 5 6 7
Blood Sugar Testing
On how many of the last SEVEN DAYS did your child (or you) test their blood sugar?
0 1 2 3 4 5 6 7
On how many of the last SEVEN DAYS did your child (or you) test their blood sugar the 
number of times recommended by their health care provider?
0 1 2 3 4 5 6 7
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Self-care Recommendations
lA. Which of the following as your child’s diabetes care team (doctor, nurse, dietician) 
advised your child to do?
Please circle all that apply:
a. Follow a low-fat eating plan
b. Follow a complex carbohydrate diet
c. Reduce the number of calories your child eats to lose weight
d. Eat lots of food high in dietary fibre
e. Eat lots (at least 5 servings per day) of fruits and vegetables
f  Eat very few sweets (for example: desserts, non-diet fizzy drinks, chocolate
bars)
g. Other (specify)_________________________________
h. Me and/or my child have not been given any advice about my child’s diet by 
the diabetes care team.
2A. Which of the following has your diabetes care team (doctor, nurse, dietician) advised 
your child to do?
Please circle all that apply:
a. Do light exercise (such as walking) on a daily basis
b. Exercise continuously for at least 20 minutes at least 3 times a week
c. Fit exercise into your ehild’s daily routine (for example, take stairs instead of
lifts, walk to school)
d. Engage in a specific amount, type, duration and difficulty of exercise.
e. Other (specify)_________________________________
f. Me and/or my child have not been given any advice about exercise by the
diabetes care team.
3 A. Which of the following has your child’s diabetes team (doctor, nurse, dietician) advised 
your child to do?
Please circle all that apply:
a. Test their blood sugar using a drop of blood fi*om their finger and a colour 
chart
b. Test their blood using a machine/meter to read the results
c. Test their urine for sugar.
d. Other (specify)_________________________________
e. Me and/or my child have not been given any advice about testing blood or 
urine sugar level by the diabetes care team.
4A. Which of the following medications for your ehild’s diabetes has your doctor prescribed? 
Please circle all the apply:
a. An insulin injection 1 or 2 times a day.
b. An insulin injection 3 or more times a day.
c. Diabetes pills to control blood sugar level.
d. Other (specify)______________________
e. My child has not been prescribed either insulin or pills for their diabetes.
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Diet
5A. On how many of the last SEVEN DAYS did your child have carbohydrates evenh 
spaced through the day?
0 1 2 3 4 5 6 7
Medication
6A. On how many of the last SEVEN DAYS, did your child take their recommended diabetes 
medication?
0 1 2 3 4 5 6 7
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Nurse Diabetes Management Rating Form
Based on your knowledge of this child please indicate to what extent you agree with this 
statement:
“I am confident that this child's diabetes is well managed by the child/child’s family”
5 Strongly Agree
4 Agree
3 Neither Agree nor Disagree
2 Disagree
1 Strongly Disagree
How long have you known this child?________ months/years
Name of Nurse Date Signature
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Hospital Anxiety and Depression Scale 
(HADS)
Please circle the response that best 
describes your current feelings
I feel tense or ‘wound up’:
Most of the time 3
A lot of the time 2
From time to time, occasionally 1
Not at all 0
I still enjoy the things I used to enjoy:
Definitely as much 0
Not quite as much 1
Only a little 2
Hardly at all 3
I get a sort of frightened feeling as if 
something awful is about to happen:
Very definitely and quite badly 3
Yes, but not too badly 2
A little, but it doesn’t worry me 1
Not at all 0
I can laugh and see the funny side 
of things:
As much as I always could 0
Note quite so much now 1
Definitely not so much now 2
Not at all 3
Worrying thoughts go through my 
mind:
A great deal of the time 3
A lot of the time 2
From time to time, but not too often 1 
Only occasionally 0
I feel cheerful:
Not at all 3
Not often 2
Sometimes 1
Most of the time 0
I can sit at ease and feel relaxed:
Definitely 0
Usually 1
Not often 
Not at all
I feel as if I am slowed down:
Nearly all the time 
Very often 
Sometimes 
Not al all
I get a sort of frightened feeling like 
‘butterflies’ in the stomach:
Not at all 0
Occasionally 1
Quite often ‘ 2
Very often 3
I have lost interest in my appearance:
Definitely 3
I don’t take as much care as I should 2
I may not take quite as much care 1
I take just as much care as ever 0
I feel restless as if I have to be on the 
move:
Very much indeed 3
Quite a lot 2
Not very much 1
Not at all 0
I look forward with enjoyment to 
things:
As much as I ever did 0
Rather less than I used to 1
Definitely less than I used to 2
Hardly at all 3
I get sudden feelings of panic:
Very often indeed 3
Quite often 2
Not very often 1
Not at all 0
I can enjoy a good book or radio or 
TV programme:
Often 0
Sometimes 1
Not often 2
Very seldom 3
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NHS
NHS Trust
Local Research Ethics Committee London
Our Ref:CH/sh/02.69.14
3^  ^September 2002
Miss Chioë Moriey
Trainee Clinical Psychologist
C/o Department of Clinical Psychology
School of Human Sciences
University of Surrey
Guildford
Surrey, GU2 7XH
Tel:
Fax.
WWW
Direct Line: (
Direct Fax:
e-mail:
>rg.uk
3.uk
nhs.uk
Dear Miss Morley _____________   ___ - _____ ____________ .     - —  —  —".
02.69.14 
being addressed;
■ = = = 5 5 = = : = = % " '
project,
questionnaires would be coded in order to identify non responders.
3. The Committee would be grateful to receive clarification of what is meant by the 
statistical power of 0.7.
We look forward to hearing from you.
Yours sincerely
Dr' »
Vice-Chair/Cllnical Secretary 
Local Research Ethics Committee
MHS Trust Incorporating: Hospital,
H ospital, ' Hospital
NHS Trust
. Local Research Ethics Committee
„ Hospital 
London
Our Ref: CH/ki/02.69.14
11 October 2002
Miss Chloë Morley 
Traineed Clinical Psychologist 
C/o Dept, of Clinical Psychology 
School of Human Sciences 
University of Surrey 
Guildford 
Surrey GU2 7XH
Tel:
Fax:
WWW.
Direct Line: i
Direct Fax: ■
e-mail:
•org.uk
Dear Miss Morley
Re: Parents of children with diabetes: Is there a relationship between the illness
perceptions of parents of diabetic children and their child's management of diabetes?
02.69.14
Thank you for your letter of 20^ September 2002 which satisfactorily addresses the points raised by 
the Committee. We are now happy to give final approval for the above named study to proceed.
Yours sincerely
Dr
Vice-Chair/Clinical Secretary 
Local Research Ethics Committee
P lea se  Note: All research should be conducted in accordance with the guidelines of the Ethical Committee; the
reference number allocated to the project should be used in all correspondence with the Committee and 
the Committee should be informed:
(a) when the project is complete.
(b) what stage the project is at one year from today's date.
(c) if any alterations are made to the treatment or protocol which might have affected ethical approval 
being granted.
(d) all investigators w hose projects have been approved by this Committee are required to report at 
once any adverse experience affecting subjects in the study and at the sam e time state the current 
total number of Serious Adverse Events that have occurred.
Chairman: C hief Executive: i
29 October 2002
Miss Chloë Morley 
Trainee Clinical Psychologist 
Department of Psychology 
University of Surrey
University 
of Surrey
Guildford
Surrey GU2 7XH, UK 
Telephone
+44 (0)1483 300800 
Facsimile
+44(0)1483 683811
Registry
Dear Miss Morley
Parents of children with diabetes: Is there a relationship between the illness 
perceptions of parents of diabetic children and their child’s management of 
diabetes? (ACE/2002/88/Psych) -  FAST TRACK
I am writing to inform you that the University Advisory Committee on Ethics has 
considered the above protocol under its ‘Fast Track’ procedure and has approved it on the 
understanding that the Ethical Guidelines for Teaching and Research are observed. For 
your information, and future reference, these Guidelines can be downloaded from the 
Committee’s website at http://www.surrey.ac.uk/Surrey/ACE/.
This letter of approval relates only to the study specified in your research protocol 
(ACE/2002/88/Psych) - Fast Track The Committee should be notified of any changes to 
the proposal, any adverse reactions and if the study is terminated earlier than expected, 
with reasons.
Date of approval by the Advisory Committee on Ethics: 29 October 2002
Date of expiry of approval by the Advisory Committee on Ethics: 28 October 2007
Please inform me when the research has been completed.
Yours sincerely
Catherine Ashbee (Mrs)
Secretary, University Advisory Committee on Ethics
cc: Chairman, ACE
Dr V Senior, Supervisor, Dept of Psychology
LOCAL RESEARCH ETHICS COMMITTEE
 -7
Hospital, V _
Tel: Fax:
E mail;
Chairman: ProfessorD L R  MDFRCP Co-ordinator: Mr JK
Please quote 
Our Ref: EC91/02
11 December 2002
Ms Chloe Morley
Dear Ms Morley
Parents of children with diabetes: Is there a relationship between the Uiness perceptions 
of parents of diabetic children and their child’s managements of diabetes.
I am pleased to be able to inform you that at its meeting held on 10 December 2002, the 
Ethics Committee approved the above study.
The Committee’s decision was based on its review of the following documents;
i LREC Application F o r m  which you signed on 25
November 2002.
(ii) The Protocol (version 1 dated November 02).
(iii) The Patient Information Sheet (version 1 dated November 2002).
(iv) The Patient Consent Form (version 1 dated November 2002).
(v) The Participant Questionnaire Pack (version 1 dated November 2002).
The Committee’s approval is subject to the following conditions;
(i) No changes should be made to the documents listed above or the procedures set
o u t  in t h e m  w i t h o u t  p r i o r  w r i t t e n  a p p r o v a l  of the Coi^ittee. .
(ii) The project must be started within three years of the date on which the Committe 
approved the study. If the study is delayed it is your responsibility to ensure ftat
(iii) The Committee should be provided with a copy of a report on the outcome of the
studv or a copy of any published document.
(iv) The initial approach to potential study participants should be made by the nurse or
doctor responsible for the patient’s care. ~
fv) The Committee suggested that you might also wish to consider the use ot a
recruitment poster which you could post in the Out Patients’ Department.
(vi) You have stated that study participants would benefit from total anonymity but 
have also provided the opportunity for study participants to withdraw from the 
study. You will recognise the problem of accommodating withdrawal if 
information has been totally anonymised. The Committee would welcome
clarification on this point.
(vii) The Committee noted that you are obtaining parental permission to access 
children’s notes. The Committee’s view is that it is also good practice to invite the 
permission of the child where this is feasible .
(viii) Under the heading in the Information Sheet “Are there any reasons I might not 
want to take part?” the Committee suggests that the final sentence be deleted and 
replaced with “If this happens, we can put you in contact with the Child and 
Adolescent Psychology Department”.
I look forward to hearing from you.
Yours sincerely
Coordinator
strategic Health Authority
Local Research Ethics Committees
Our ref; S K T /m k/496 /B /L 4658
Miss 0 J Morley Tel;
Fax: 
Direct Dial;
WWW.
W W W . nhs.uk 
thics.html 
nhs.uk
12 December 2002
Dear Miss Morley .
Decision: Approval
approval, provided you take into account the following.s s s s e a s s :
condition of approval is that parents opt-in via their written response.
To comply with good practice a list of members at the November 2002 meeting is enclosed.
The committee wish you every success with the study. The following conditions apply to ail approvals;
questions about the safety and/or continued conduct of the research.
(b)
you need to comply with the latest Data Protection Act and Caidicott Guardian issues.
(0) you need to comply throughout the conduct of the study, with good ciinicai research practice 
standards, including obtaining informed consent.
where the welfare of the subject is paramount).
- Chairman;
Chair Biomedical LREC;
/"\t I ^
discontinued.
that satisfactory indemnity arrangements agreed with the Trust are in place before the study
(f)
commences
Yours sincerely
Vlce-Chair-Qualitative arid Non-invaslve Committee
enc November meeting members
CC
L e w  Erne#
GommRt080
Tel:
Chairman: Professor
. (
E mail;
Hospital, _
Fax: .
FRCP Co-ordinator: Mr J K
Please quote 
Our Ref; EC91/02
16 January 2003
Ms Chloe Morley
Dear Ms Morley
Parents of children with diabetes: Is there a relationship between the Uiness perceptions 
of parents of diabetic children and their child’s managements of diabetes.
Thank you for your letter of 6 January.
We are content that you have satisfactorily addressed the points made by the Committee.
Good luck with the project.
Yours sincerely
Co-ordinator
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INFORMATION SHEET 
The Views and Experiences of Parents with Diabetic Children
Introduction
You are being invited to take part in a research study. Before you decide it is important for you to understand why 
the research is being done and what it will involve. Please take time to read the following information carefully and 
discuss it with others if you wish. Ask me if there is anything that is not clear or if you would like more information. 
Take time to decide whether or not you wish to take part
Thank you for reading this.
What is the purpose of the study?
This study is interested in parents of children with diabetes. Specifically, it is interested in a) parents’ views of 
diabetes and b) parents’ experience of managing their child’s diabetes.
The study will be completed in July 2003.
Why have I been chosen?
You have been chosen to take part because you are the parent of a child with diabetes. The study hopes to 
include all the parents of children with diabetes who attend this clinic.
Do I have to take part?
It is up to you to decide whether or not to take part. If you do decide to take part you will be given this information 
sheet to keep and be asked to sign a consent form. If you decide to take part you are still free to withdraw at any 
time before the end of the study and without giwng a reason. A decision to withdraw at any time, or a decision not 
to take part, will not affect the standard of care you or your child receives.
What will happen If I take part?
If you decide to take part you will be asked to complete three copies of a consent form. One copy of the consent 
form will be kept by the researcher, one will go in your child’s medical notes and you will keep one copy.
You will then be asked to complete some questionnaires in the clinic. The questionnaires take about 15-20 
minutes to complete and the researcher can help you complete them if you wish. It is important that you are as 
honest as possible when completing the questionnaires. Your participation is then complete. All the parents who 
participate in this study will complete the same questionnaires.
The nurse at the clinic will also be completing a rating scale about your child’s diabetes management.
Are there any reasons I might not want to take part?
Most people completing the questionnaires will not find them upsetting. However, it is possible that a small 
minority of parents may find the questionnaires upsetting. If this happens you can contact the Child and 
Adolescent Psychology Department via your GP.
Are there any benefits to taking part?
Your child’s treatment at this clinic will be unaffected. Taking part in this study will not benefit you or your child 
directly, however, the information we get from this study may be helpful for professionals caring for children with 
diabetes and their families in the future.
Will my taking part in this study kept confidential?
All information that would be collected about you and your child during the course of the research will be kept 
strictly confidential. The questionnaires are numbered and the researcher will ask you to provide your name and 
address so that she knows which questionnaire is yours. This is so your questionnaire can be identified if you wish 
to withdraw from the study. No one else will be able to identify which questionnaire is yours.
A copy of the consent fono goes in your child’s medical notes so the staff at this clinic will know you are taking part 
but they will not have access to your completed questionnaires.
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What will happen to the results of the research study?
The results of the research will be presented in a report. You or your child will not be identifiable in the report. The 
results from all the parents who have taken part will be grouped together. The report forms part of the 
researcher's work for her doctorate qualification in Clinical Psychology. Examiners associated with the course will 
be able to read the report. The results will also be discussed with the diabetes team at this clinic and they will 
receive a copy of the report.
Who is organising and funding the research?
The research is not funded. No one is being paid in connection with this research. This research is taking place 
as part of the researcher’s doctorate in Clinical Psychology at the University of Surrey.
Who has reviewed the study?
The study has been reviewed and approved by South West Surrey Local Research Ethics Committee.
What if I have a complaint?
If you wish to complain, or have any concerns about any aspect of the way you have been approached or treated 
during the course of this study, the normal National Health Service complaints mechanism should be available to 
you. You may also address your complaint to Victoria Senior (research tutor). University of Surrey.
Who do I contact?
The researcher, Chloë Morley (trainee clinical psychologist), is available if you want to ask questions or need some 
help to complete the questionnaires
Researcher’s  Contact Details
Chloë Morley
Dept of Clinical Psychology
University of Surrey
Guildford
Surrey
GU2 7XH
Tel: 01483 259441
Email: psm1cm@surrev.ac.uk
Thank you for considering taking part in the study.
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Appendix J Causes Matrix of Correlations
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